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ABSTRACT

While the concept of the community health worker (CHW) has existed since the mid-20th
century, their function as a legitimate branch of the broader workforce in the United States has
been tenuous. Their unique roles have the potential to reduce health disparities within
marginalized communities, but stakeholder development of this position risks diminishing the
crucial skills of these workers. Anthropological research on these workers has typically assessed
them in the developing world, while public health research has focused primarily on their ability
to impact specific health outcomes through quantitative studies. As a result of the limited and
predominantly quantitative assessments of these workers, further research is needed to assess the
lived realities of these workers at the grassroots level in the United States.
The overarching aim of this project was to document the lived experience of CHWs in
Indiana. Additionally, this project assessed their participation in advocacy and the impact of
policy development on these workers. A collaborative approach was utilized in this project that
embedded the researcher within a CHW organization while also amplifying the voice of the
research partners. The project drew on the theoretical lenses of moral economy, deservingness,
structural vulnerability, and the “regimes of care” and “politics of care.”
The results demonstrate that CHWs face a variety of challenges within the professional
workforce but have significant impacts within their communities. These workers emphasize
empowerment through advocacy and building client self-sufficiency. Their participation in
advocacy is split between impacts at the micro-, macro-, and professional-level. However,

vii

legislating the scope and responsibilities of this position by stakeholders unfamiliar with this
model risks changing the foundation of the position itself. Steps to incorporate CHWs within the
workforce must be collaborative and take into account their lived experience and input in order
to allow them agency over the development of their position and to retain the most significant
contributions.
The contributions of this project are severalfold. First, this project advances theoretical
debates within anthropology related to moral economy, regimes of care, politics of care while
also addressing the legitimacy of CHWs as a complimentary member of the health care
workforce. The findings also illustrate how the political economy of Indiana shapes the moral
economy of care within which CHWs operate. Lastly, the project produced applied findings for
CHWs, employers, and stakeholders to consider in further development of this position.
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CHAPTER ONE:
INTRODUCTION
On a blazing hot July afternoon with a heat index reaching above 100 degrees, I felt lucky to be
inside the cool air conditioning of the Indiana Health Collective’s1 building. This organization
consists of two front desk receptionists, an executive director, and three individuals called
“community health workers” (CHWs). My meeting with this group on individuals was a reunion
of sorts, as I had previously gone through a CHW certification master-trainer course five months
earlier. In fact, during my drive to the organization, I received a phone call from one of the
CHWs who wanted to ensure I did not eat anything on the way, since they were preparing a
homemade lunch to celebrate my arrival. This made the two-hour drive to their location, in a
large city in Northern Indiana, that much sweeter.
The purpose of this trip was to see the location in which they operate and in order to
conduct semi-structured interviews with the three CHWs who work in organization. Maricela, a
CHW with more than eight years of experience, is a soft-spoken, middle-aged woman originally
from Puerto Rico. Her primary responsibilities at the Indiana Health Collective include
conducting outreach to the Latino population and serving as a patient advocate, health educator,
and medical interpreter. During our interview, I asked her to recount her proudest moment as a
CHW. To this she responded with a harrowing tale experienced by one of her students:

1

Names of organizations and individuals are pseudonyms.
1

One of my self-management diabetes students had a crisis and spiraled to where she was
in a place that she was not recognizing anyone. It was very scary for her. All she could
say was a few words in English, that she had diabetes and she needed her insulin. [Later]
she says, “Maricela, those words that you keep telling us that we have to say this for
ourselves when we find ourselves in this place, otherwise I would have just not said
anything but I knew that I would say ‘diabetes, diabetes, insulin’ and ‘I need help.’”
Those words were so crucial for her and she came back and she said, “All I could think
about was you when I was going through all of that.” And she got help.

Maricela’s proudest moment illustrates how, through health education and language
instruction, she was able to teach a patient what to do when she found herself in diabetic shock –
and this ultimately saved her life. I asked Maricela if she still maintains contact with this client
and she responded, “Yes! She calls me almost every week [laughter], almost every week she
calls the office!”

~~~

The crucial impact of Maricela’s work is just one way that CHWs have a substantial impact on
the lives of their clients and broader communities. Her shared language and similar ethnic
background with this client also strengthened their bond. Maricela’s colleague, Beverly,
emphasized the importance of this vital connection to the community. Beverly has over a decade
of experience – and claimed she had truly been involved in CHW-like work ever since she was a
young child. She explained:

2

…because you’re part of the community, you know the needs of the community, another
part is you look like them. You kind of know their struggles even though you may not
have those struggles but you know about them. You’re familiar with them and they know
that you are not just there to sugar-coat anything…I found that in my years of training
that people tend to want to be empowered to do things when they know and they see
people that look like them.

Beverly describes how crucial it is that the she comes from the community that she serves
and how, as a Black woman, she is able to serve as a role model for empowering people to attain
better overall wellbeing. Health education, medical interpretation, and empowerment are just
some of the unique contributions CHWs can offer as a distinct member of the health care
workforce.
The CHW section of the American Public Health Association defines a community health
worker as:

A frontline public health worker who is a trust member of and/or has an unusually close
understanding of the community served. This trusting relationship enables the worker to
serve as a liaison/link/intermediary between health/social services and the community to
facilitate access to services and improve the quality and cultural competence of service
delivery.

3

A community health worker also builds individual and community capacity by increasing
health knowledge and self-sufficiency through a range of activities such as outreach,
community education, informal counseling, social support and advocacy.

As demonstrated in this definition, CHWs possess a skillset that is unique to the health
care workforce. Moreover, since they primarily operate outside of the reach of the biomedical
realm, they can tackle health disparities through their participation in advocacy.
In spite of these valuable contributions, these workers remain on the fringes of the health
care workforce. Although formally existing in the United States since the 1960s, CHWs for the
most part maintain tenuous positions in the workforce that are usually funded through short-term
grants. And, despite being mentioned by name in the Affordable Care Act (ACA) of 2010,
CHWs in many states remain as an underutilized resource. Regardless of these challenges, there
are an estimated 54,000 CHWs that work in various capacities throughout the United States.2
As the health care system of the United States continues to shift from volume-based to a
value-based system, CHWs could be further integrated into the workforce to have a variety of
positive health impacts. Studies have demonstrated their positive impacts on chronic disease
management, ability to collect data in research studies, reduce health disparities among minority
communities, and improve access to care (Arvey et al. 2012, Deitrick et al. 2010, Ingram et al.
2014, Katigbak et al. 2015, Lujan et al. 2007, Pérez-Escamilla et al. 2015, Perry et al. 2014,
Shepard-Banigan et al. 2014, Sabo et al. 2015, Valen et al. 2012). Although fewer in number
compare to studies demonstrating positive health outcomes, some scholars have produced
statistically significant findings that reveal CHWs and interventions incorporating these workers

2

U.S. Bureau of Labor Statistics (2018).
4

to be cost-effective (Cross-Barnet et al. 2018, Fedder et al. 2003, Krieger et al. 2005, Ryabov
2014, Viswanathan et al. 2010). At least one study has demonstrated potential for long-term costeffectiveness based on statistical testing (Brown et al. 2012). Thus, aside from short and longterm health outcomes, CHWs also can be cost-effective options within this value-based system.
This project was born out of an interest in broadly documenting the lived experiences of
CHWs. While there are several anthropological studies on CHWs in other countries, no known
studies have assessed their lives and experiences in the United States. Furthermore, the majority
of public health research on CHWs focuses primarily on quantitative studies rather than longterm, engaged qualitative research. This study contributes valuable new perspectives to the
broader body of literature on CHWs and takes a qualitative approach in documenting the nuances
of their work in the United States.
The findings also contribute to and compliment an established, broader anthropological
body of literature on the topic of paraprofessionals and other mid-level and auxiliary workers in
health care. Previous anthropological research concerning medical paraprofessionals has
examined a constellation of topics both in the U.S. and abroad related to the experiences of
doulas, traditional birth attendants, brigadistas, case managers, suicide prevention hotline
operators, promotores/as [de salud], and addiction/rehabilitation programs (e.g., Brodwin 2008,
Buch 2013, Contreras et al. 2012, Davis-Floyd and Davis 1996, Deitrick et al. 2010, Getrich et
al. 2007, Nading 2014, Stevenson 2014, Zigon 2011).

Formation of the Research Project
The seeds of this dissertation project were planted in 2013, when I conducted a semester-long
research project as a part of my master’s degree at Indiana University–Purdue University

5

Indianapolis. The project examined the impact of training CHWs from Burmese refugee and
Latino immigrant communities. Although the design of this project was not collaborative in
scope, my colleague and I participated in CHW training classes in order to gain an insight into
key concepts and topics covered. It was during this project that I first worked with Lucia, who
would later become the president of the CHW organization I worked with during my dissertation
project.
In May 2016, I began pilot research for this dissertation. After completing 20 interviews
with CHWs and other stakeholders in Indiana, I refined and developed a set of overarching
research questions, a semi-structured and focus group interview guides, participant observation,
and a photovoice project. I also reconnected with Lucia to develop a collaborative project.
Ostensible federal support for CHWs (in the form of recognition in the ACA), their potential to
improve health equity, and state-level support for CHWs in Indiana largely spurred this research.
Overall, the project was framed with three overarching research questions in order to capture
data relevant to documenting and analyzing the lived experiences of CHWs in Indiana. The
research questions follow as:
Overarching Research Question
1

What are the contrasting and interrelated realities that define and situate
community health workers in Indiana?

2

How do the motivations, morals, and political economic environment
shape the moral economy of care provided by CHWs?

3

How does CHWs’ participation in advocacy impact larger structural
forces from the ground level up and, alternatively, how do these forces
impact CHWs in their approach to care from the top down?

6

Each of these questions sought to parse out various aspects related to the lived experience
of CHWs in Indiana. CHWs in the United States are a heterogeneous group of individuals
coming from a variety of ethnic and racial backgrounds. Additionally, since there is no official
national model, they receive a variety of training and specializations. The first question sought to
explore the contrasting yet interrelated experiences that define and comprise CHWs in Indiana in
order to further nuance and understand the various issues they face. The second question situates
and analyzes the moral economy of care provided by CHWs in the United States. This question
seeks to parse out a theoretical framework for the moral economy of care provided by CHWs
while also assessing the political economic issues they encounter. Finally, CHWs are uniquely
demarcated from the broader health care workforce due to their participation in advocacy. The
final question asks how their participation in advocacy impacts the care provided by CHWs in
addition to how larger, structural forces impact their approach to care.

Theoretical Framing
These questions were framed by three primary social science theories: moral economy, medical
citizenship, and anthropological approaches to care. Moreover, public health theoretical
constructs including the social ecological model (SEM) and social determinants of health
approach also served to further frame this project. Each of these theoretical foci are elaborated
further in the following sections.

Moral Economy
Moral economy is a framework that analyzes how morals, motivations, and ethics shape
relationships, interactions, and exchanges between individuals. This theory is credited to E. P.

7

Thompson (1971) and James Scott (1976), respectively. Thompson (1971, 79) originally defined
moral economy as “social norms and obligations, of the proper economic functions of several
parties within the community.” Since this original definition, moral economy has gone through
several new iterations and has served as a useful framework for many anthropological studies
(Bourgois 1998, Closser 2015; Fassin 2005, 2007, 2012, 2013; Horton 2015; Maes 2012, 2017;
Maes et al. 2015a, Maes et al. 2015b; Minn 2016; Nading 2013; Prince 2012).
Fassin (2005) broadens this theory in the context of analyzing asylum, immigration, and
access to care in France, arguing that moral economy serves as a useful framework to document
who is granted access to health care and, how those in power determine this accessibility based
on the morals, norms, and values of a given group at a particular time period. He later (2012,
266) defines moral economy as “the production, distribution, circulation, and utilization of moral
sentiments, emotions, and values, norms and obligation in the social space.” Again, he
emphasizes that the moral economy is situated within the broader societal moment (Fassin 2013).
This framework elucidates how care is structured and valued at the grassroots level between
caregivers, clientele, and other stakeholders.
The use of moral economy as an explanatory model has significant implications for
producing applied research and creating impacts outside of the discipline. Other anthropologists
have applied moral economy to further elucidate transactions between individuals. Bourgois
(1998) explores the moral economy of gift giving among homeless heroin addicts. Specifically,
he explains, it fulfills the need for addicts to remain within the moral economy of gift giving in
order to maintain their position within the community. In this way, he demonstrates how this
moral economy of gift giving shapes the lives of this homeless population and should be taken
into consideration when implementing public health interventions. Ultimately, he critiques public

8

health measures that are individual behavior focused and do not consider how social factors
impact individual health behaviors.
Similarly, Horton (2015) describes a similar moral economy of gift giving among
undocumented migrants in California. She describes the process of “identity loan” as opposed to
“identity theft” when citizens or legal permanent residents lend their identity to undocumented
migrants. Horton notes that these exchanges are valued morally between the participants as well
as serving as a specific economic function in terms of benefits accruing to the citizen or legal
permanent resident’s social security number. Overall, she describes how these transactions
solidify social bonds in these marginalized populations in attempting to overcome barriers to
economic mobility.
These examples demonstrate how relationships, interactions, and exchanges are shaped
by morals, values, and ethics in addition to being influenced by laws and or policies that shape
the broader context of these transactions. Similarly, CHWs are motivated by their morals, values,
and, oftentimes, religiosity. Owing to a sense of moral obligation and conviction for their
community, these workers participate in a moral economy of care and exchanges between
themselves and their clients. In this way, moral economy served as a foundational theory in
extrapolating on how morals come into play during the provision of services, transactions, and
within the context of relationships. Furthermore, moral economy shapes reified notions of
individuals or groups regardless of documenting the true political economic environment in
which they exist. Ultimately, due to its overarching theoretical insights, moral economy served
as a critical explanatory framework throughout this project.

9

Medical Citizenship
Medical citizenship is a theoretical concept defined by Good et al. (2010, 177) as “how
membership in a state, a society, or even humanity itself is mediated by prevailing regimes of
health-related power and knowledge.” This theory largely posits that individuals and groups are
or are not equally privy to health equity, care, and resources. It is at this crossroads of inclusion
and exclusion that medical citizenship is appropriate for framing the position of CHWs in not
only the broader health care environment but also within their communities. Because CHWs are
typically members of the communities they work within, they face the same structural issues
encountered by their clients (Closser 2015, Maes 2017, Sabo et al. 2015). Thus, medical
citizenship can be applied in community and workplace contexts to further elucidate the lived
experiences of CHWs and their clients.
Medical citizenship can also be applied to examine the position of paraprofessionals
within the broader health care workforce (Colvin and Swartz 2015, Nading 2013). I will expand
upon this concept further in Chapter 5 as I broaden this notion to critically examine the
professional medical citizenship of CHWs within the health care workforce. As medical
citizenship frames the position in society of individuals as mandated by the state as well as
elucidating their deservingness of health care, this framework served as a key explanatory model
in documenting how individuals are provided access to health care. Overall, this theoretical
framework provides a crucial lens in understanding how access to care and inclusion within the
broader health care system is operationalized.

10

Anthropological Framings of Care and Caregiving
Anthropological conceptions of care form the overarching theoretical approach in this project.
Previous scholars have explored how stakeholders in positions of power (e.g., governments,
health institutions, humanitarian organizations, NGOs) shape policies and set overall societal
norms and attitudes toward care, who has access to care, and who is deserving of care (Berry
2010; Biehl 2010; Biehl and Petryna 2013; Fassin 2005, 2007; Fassin and D’Halluin 2005;
Goldade 2009, 2011; Gottlieb et al. 2012; Horton 2004; Livingston 2011; Petryna 2004; Rajan
2007; Stevenson 2014; Ticktin 2006, 2011; Whitmarsh 2013; Willen 2012). Other scholars have
studied how topics related to how prevailing attitudes regarding ethics and morality are distilled
at the ground level when providing care (Brodwin 2011, Buch 2013, Farmer 2003, Fassin 2005,
Garcia 2010, Livingston 2011, Ticktin 2011, Wilkinson and Kleinman 2016, Zigon 2009, Zigon
and Throop 2014). The role of laws and policies in translating carework is a vital component to
understanding the lived experiences of CHWs.
The theoretical concepts provided by the anthropological framings of care is critical in
examining relationships and policies that dictate the administration of, accessibility to, and
constructions of the “right” to health care (Fassin 2005, 2007; Fassin and D’Halluin 2005;
Goldade 2009, 2011; Horton 2004; Stevenson 2014; Petryna 2004; Ticktin 2011; Willen 2011,
2012). Specifically, I draw on Miriam Ticktin’s (2011) theoretical concepts of “politics of care”
and “regimes of care.” Politics of care is defined by Ticktin (2011, 3) as “the central place of
benevolence and compassion in contemporary political life, especially when enacted under the
threat of emergency or crisis, as solutions to problems of inequality, exploitation, and
discrimination.” She describes regimes of care as a “set of regulated discourses and practices
grounded on this moral imperative to relieve suffering.” These discourses of care are crucial in
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understanding how governments, organizations, and other health agencies develop policies and
shape approaches to care.
Similarly, Stevenson (2014) also explores how “humanitarian” policies implemented by
the Canadian government seeks to keep life “alive” in its Inuit population regardless of the actual
quality of said life. She describes this issue as “life beside itself,” basing this concept on
Foucault’s notion of biopolitics which Stevenson (2014, 3) defines as “a form of care and
governance that is primarily concerned with the maintainence of life itself, and is directed at
pouplations rather than individuals.” Moreover, she critically analyzes how these policies are
enshrouded in a biopolitics that not only dictate care provided but also how individuals engage
with other individuals as a result. These critical analyses of policies and how they impact the
provision of care to marginalized populations is vital in elucidating the impacts of policy down
to the individual.
Accessibility to and allotment of health care and health resources are shaped by
conceptions of morals, laws, ethics, and political and organizational discourses. As a result,
certain individuals in a society may be designated as “deserving” or “undeserving” and,
therefore, included or excluded from medical services (Castañeda et al. 2015, Horton 2004,
Willen et al. 2011). Anthropologists have documented these issues of inclusion and exclusion in
refugee, undocumented, and other marginalized populations in a variety of contexts (Castañeda
2008, 2010; Castañeda et al. 2015; Larchanché 2012; Nading 2013; Nichter 2008; Goldade 2009;
Horton 2004; Wailoo et al. 2006; Willen 2012; Willen et al. 2011). Many marginalized
populations serviced by CHWs are placed outside of the scope of care due to seemingly “moral”
reasons that they are “illegal” or morally outside of the scope of care (Castañeda 2008, Fassin
2005, Goldade 2009, Horton 2004, Larchanché 2012, Ticktin 2011, Willen 2012).
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Anthropological studies have examined how particular groups of people are considered
deserving of care in addition to how others are excluded through various political and/or
humanitarian discourses (Fassin 2005; Goldade 2009, 2011; Horton 2004; Ticktin 2006, 2011;
Willen 2012).
Quesada et al. (2011) propose the concept of structural vulnerability as a related yet
nuanced version of structural violence. They assert that structural vulnerability is a
“positionality” and that it “is produced by his or her location in a hierarchical social order and its
diverse networks of power relationships and affects” (Quesada et al. 2011, 341). Given that
CHWs work with and come from a myriad of populations – each experiencing varied degrees of
structural vulnerability – this concept is a vital in framing the issues encountered by their
communities. Furthermore, CHWs experience their own structural vulnerabilities given that
these workers come from within these marginalized communities; they are subjected to the same
structural vulnerabilities as their clients. Especially for those working within the hierarchical
medical professional environment, CHWs encounter condescension and hostility from medical
staff, thereby underscoring their workplace structural vulnerability. As a result, structural
vulnerability provides a framework for analyzing the political economic impacts on the health of
their clients in addition to issues encountered in the workplace.
In their treatise on conceptions of human suffering and society’s response, Wilkinson and
Kleinman (2016) analyze of caregiving and the provision of care. They argue that “a focus on
who receives the best care and who is doing the actual care work brings a spotlight to
contemporary power relations” (162). Additionally, they assert that in exploring who receives
care and who does care work sheds light on the politics and ideologies that shape care, access to
care, and the composition of the care workers themselves. They also note that care workers are
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typically low paid, socially underprivileged, and often comprised of women from immigrant
and/or communities of color. Ultimately, in this approach to studying caregiving and caregivers,
they argue that understanding how caregiving is not as having social value but provides insight
into social understanding.
These anthropological framings of care provide theoretical tools to explore a variety of
facets related to care, morals, ethics, health policy, deservingness, and the construction of
relationships around care (Brodwin 2008, 2011; Buch 2013, 2014; Castañeda 2008, 2010;
Goldade 2009; Gottlieb et al. 2012; Han 2013; Horton 2004; Nading 2012; Stevenson 2014;
Ticktin 2006, 2011; Wilkinson and Kleinman 2016; Willen 2012). Ultimately, this body of
theoretical concepts provides constructions and insights into broader discourses of care at the
macro-level by authoritative forces (e.g., policy makers, laws, prevailing moral conceptions
related to deservingness) in addition to how care is constructed at the micro-level between
providers and patients.

Interconnections of These Approaches
These primary theoretical approaches share several intersections and, thus, combine to function
as an interrelated analytical framework for this project. Additionally, these theoretical lenses
serve to illuminate issues that occur at the macro level (in the form of government, law, and
policy issues) and at the micro level (in terms of analyzing the interactions of CHWs, their
clients, and the local economy). Assessing the broader sense of morals and interest in relieving
suffering cuts across both the macro level and the micro level. Some anthropologists have
previously examined several of these frameworks in conjunction with one another, specifically
looking at morality and care as well as its impact on moral economy and medical citizenship
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(Buch 2013; Fassin 2005, 2007, 2013; Goldade 2009; Gottlieb et al. 2012; Horton 2004; Nading
2013; Wilkinson and Kleinman 2016; Willen 2012; Zigon 2011). The theoretical concept of
deservingness also becomes clear in conjunction with medical citizenship and structural
vulnerability. Aside from these interconnections, this project draws out distinctions via the
synthesis of these frameworks during data analysis. The overarching framework provided by
these the social science theories can be envisioned in Figure 1:

Figure 1. Graphic demonstrating the interconnections of the primary theoretical frameworks and
how these approaches illuminate macro-level factors, their impact on medical citizenship,
structural vulnerability, and conceptions of deservingness in relation to their effect on the microlevel moral economy of care of CHWs.
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The major concept that bridges these theoretical frameworks and broadly framing the
entire project are prevailing conceptions of morals. These are anthropological musings and
theoretical foci that have been analyzed by several scholars (Brodwin 2008; Buch 2013;
Stevenson 2014; Ticktin 2011; Zigon 2009, 2010, 2011; Zigon and Throop 2014).
Anthropological approaches towards morals serve as a framework throughout this project to
conceptualize their impact on care and carework (Brodwin 2008, Buch 2013, Ticktin 2011,
Zigon 2011). These broader notions of morals and care shape prevailing notions toward
individuals and care but also affect frontline public health workers (Brodwin 2008, Buch 2013,
Stevenson 2014). Thus, assessing how these morals and values shape the care landscape of
CHWs is vital.
Fassin (2012) demonstrates how moral sentiments have become vital components in the
construction of politics both in its discourses and practices. He further asserts that morals are
particularly powerful when these discourses and practices are aimed at marginalized populations
including the poor, migrant, homeless, and those affected by famine, war, and epidemics.
Notions of values, altruism, and humanitarianism are intertwined within these moral sentiments.
These conceptions shape policies, access to and provision of care, and other humanitarian efforts.
In this way, these theoretical trends are shaped by morals and how they cut across macro-level
discourses and impacts micro-level interactions of care, relationships, and lived experiences.
Scholars have also examined how anthropological framings of morals impact the
provision of care (Brodwin 2008, 2011; Buch 2013; Garcia 2010; Livingston 2012; Zigon 2011).
Buch (2013) specifically explored the impact of morals and how it shaped the provision of care
by home health care workers. Zigon (2011) describes the remaking of “moral personhood” in
order to deconstruct morals in exploring the individual and the process of treating addiction. In
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this way, combining studies of morals and their relationship to care and caregiving are vital
theoretical intersections that can further elucidate key insights regarding the nature of care and
how it is constructed and provided. Overall, the theoretical framings of the morals, moral
economy, and anthropological approaches to care intersect to reveal complex and unique insights
regarding the lived experiences of caregivers.
Ticktin’s (2011) politics and regimes of care directly shape the medical citizenship of
individuals, frontline care workers, and other paraprofessionals. These two discourses are useful
in elucidating the “moral imperative” through which governments, organizations, and/or policies
work to alleviate suffering. As a result, these concepts of often determine the medical citizenship
of deserving individuals. Moreover, political rhetoric, immigration and health care policies, and
other laws also impact the ability for marginalized communities to access care in a variety of
global contexts (Fassin and D’Halluin 2005, Goldade 2009, Horton 2004, Willen 2012, Ticktin
2011). Similarly, medical reimbursement policies shape the inclusion of paraprofessionals into
the broader health care workforce in the United States (Allen et al. 2014; Bovbjerg et al. 2013a,
2013b; Kangovi et al. 2015; Martinez et al. 2011; Katzen and Morgan 2014; Rosenthal et al.
2010). As a result, Ticktin’s (2011) politics of care and regimes of care are useful theoretical
constructs that yield complementary insights in terms of how structural power directly impacts
the medical citizenship of paraprofessionals and the communities they serve.
Likewise, these theoretical concepts can also provide a framework for understanding how
paraprofessionals are situated in society and the broader workforce. They reveal how
paraprofessionals must negotiate their own medical citizenship and the moral economies of their
vertical (employers, laws, policies) and horizontal (relationships with clients and other
stakeholders) relationships (Closser 2015; Davis-Floyd and Davis 1996; Kozhimannil et al.
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2013; Maes 2017; Nading 2013, 2014). Moral economy shares close connections to the
anthropological conceptions of care due to its framing of the morals and values within
relationships and exchanges between individuals. These anthropological conceptions of care are
crucial to understanding how those with power shape availability to reserouces and caregiving as
well as how frontline health care workers and individuals negotiate care, values, and morals
when providing care to their clients.
Overall, these primary theoretical frameworks are united through the anthropological
conceptions of morals as well as sharing several intersections in providing top-down and bottomup approaches to framing care and caregiving. These theories are vital in elucidating a variety of
factors that impact health including notions of deservingness, care, inclusion, exclusion, and
accessibility. While sharing key intersections, each of these frameworks explore distinct topics
and arenas related to both the structural and ground level forces that impact CHWs and their
approaches to care. As a result, this project sought to understand the broader forces that shape the
political economy of CHWs and their clients in addition to further gaining insight into their
interactions at the grassroots level. Espeically as health care continues to be unaffordable and
inaccessible for many people in the United States (especially for minority populations), gaining
deeper insights into the macro- and micro-level issues that shape the lived experiences of CHWs
is vital.

Application of These Theoretical Frameworks to Research with CHWs
The primary theoretical trends framing this project shed a variety of insights on the topic of
CHWs. Medical citizenship is a framework that elucidates their position within a variety of
environments. As the majority of CHWs are also members of the communities in which they
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operate, they are impacted by the same political economic forces exerted on their communities
and clients. Additionally, especially in Indiana’s case, assessing the professional medical
citizenship of these workers within the broader workforce is crucial. Thus, this theory frames the
inclusion and exclusion of CHWs, their communities, and their clients within the broader
political economic context. Furthermore, this framework can also be couched within moral
economy to produce deeper theoretical insights. Nading’s (2013) dualistic theoretical approach
toward analyzing CHWs is crucial in order to provide insights that elucidate not only how they
are positioned in two roles but also how this is further shaped by the moral economy of the
environments they operate within. Ultimately, medical citizenship provides a crucial framing in
examining the realities faced by CHWs.
Moral economy serves as a primary lens for examining how CHWs negotiate their
environment and relationships. Several scholars have explored the construction of the moral
economy of CHWs through reified notions of these paraprofessionals (Closser 2015; Maes 2017;
Maes et al. 2015a, 2015b). These scholars have also demonstrated how the moral economy of
CHWs stands in contest with that of their stakeholders in addition to documenting how they
assert their agency through labor movements (Closser 2015; Maes 2016, 2017). As a result, this
framework serves as an explanatory model in understanding how stakeholders conceptualize
CHWs and how CHWs construct their own moral economies in negotiation of their medical
citizenship in both vertical and horizontal relationships with stakeholders and clients (Closser
2015; Maes 2017; Maes et al. 2015a, 2015b; Nading 2013, 2014). Finally, there are no
anthropological studies that explore the moral economy of CHWs in the United States.
Overall, anthropological conceptions regarding care and carework provide a set of crucial
concepts that assess top-down and ground level issues encountered by CHWs. These theoretical
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frameworks serve as a lens to assess top-down approaches of governments, policies, and
humanitarian organizations and their impact on care and wellbeing as well as how
paraprofessionals and other frontline health workers conceptualize care (Brodwin 2008, Buch
2013, Stevenson 2014, Ticktin 2011). The anthropological framings of care also incorporate the
analysis of morals and their impacts on policy and caregiving (Buch 2013, Carney 2015,
Castañeda 2008, Goldade 2009, Larchanché 2012, Stevenson 2014, Ticktin 2011, Willen 2012).
As a result, these key frameworks are crucial in demonstrating how CHWs conceptualize care,
their motivations, and morals in addition to how health policies, organizations, and medical
professionals impact their work and lived experiences.

Public Health Theoretical Frameworks
In this dissertation, I also draw on two public health theoretical approaches. First, the socioecological model (SEM) provides a framework that displays how health is encapsulated and
affected at multiple levels. While various iterations of the SEM are available, levels of the model
typically expand from individual, interpersonal, organizational, community, and public policy. I
specifically wanted to assess the role of CHWs and how they can impact each of the various
levels of the SEM in affecting the overall health of their clients (see Figure 2). Moreover, the
SEM provides an additional framework to conceptualize the various levels that impact the health
of communities and individuals. In this way, the SEM serves to parse out the various levels that
CHWs affect health through their unique roles and advocacy work.
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Figure 2. CHWs effectively span and impact each level of the SEM.

A social determinants of health approach was a final theoretical framing utilized in this
project. This approach assesses the structural factors – aside from medical care – that affect
health (Castañeda et al. 2015, Marmot & Allen 2014, Marmot et al. 2008, Satcher 2010). This
framing was especially important given that CHWs predominantly assuage health issues through
removing barriers to care and addressing health disparities that are often in the form of social
determinants of health. These determinants are often constructed through policies, institutions,
and/or economics that have deleterious impacts on individuals (Castañeda et al. 2015, Marmot &
Allen 2014, Marmot et al. 2008, Satcher 2010). Social determinants of health include but are not
limited to economic stability, physical and environmental safety, access to food, and social
context/connections. Individuals may experience one or a constellation of these social
determinants of health. Critically, anthropologists and public health scholars have asserted that
immigration itself be considered as a social determinant of health (Castañeda et al. 2015). These
factors can have negative health impacts on the morbidity and mortality of those who experience
them. Overall, this approach was crucial since CHWs were taught about social determinants of
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health during their time in the certification course and were well aware of the structural
inequalities that negatively impacted the health of their communities.
The Setting: Indiana
Indiana is a large and diverse state with an estimated population of 6.6 million (U.S. Census
Bureau 2017). The demographic breakdown of Indiana’s population is approximately 80 percent
White, 10 percent Black, 7 percent Hispanic, and 2 percent Asian (U.S. Census Bureau, 2017).
Indiana also has a growing population of immigrants. The state’s total population of foreign-born
residents has risen consistently over the past two decades at 1.7 percent in 1990 to 3.1 percent in
2000 to 4.9 percent in 2017 (American Immigration Council 2015, 2017). Two of the largest
cities, Indianapolis and Fort Wayne, are home to large populations of Burmese refugees (Choi
2016, Puente 2007). The top five countries of origin that comprise Indiana’s immigrant
population are Mexico (31.6 percent), India (9.1 percent), China (7.9 percent), the Philippines
(3.3 percent), and Myanmar (2.9 percent) (American Immigration Council 2017).
The overall Latino population has risen from 1.8 percent in 1990 to 3.5 percent in 2000 to
6.4 percent in 2013 (American Immigration Council 2015). Since 2000, the Latino population in
Indiana has increased by 82 percent (Strange 2013). There are an estimated 110,000
undocumented immigrants residing in the state as of 2014 (Pew Research Center 2016). While
major urban areas including Indianapolis, Gary, Fort Wayne, South Bend, and Evansville are
home to growing Latino immigrant populations, several rural counties have also seen increases
in their Latino immigrant populations. These counties include Dubois (7.3 percent), Jackson (6.4
percent), Bartholomew (6.5 percent), and Cass counties (15 percent). Clinton (northwest-central
Indiana) and Elkhart (northern Indiana) counties currently have more than 10 percent of their
population made up of Latino immigrants with 15.4 and 15.5 percent respectively (U.S. Census
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Bureau 2016). Finally, over a quarter of the population of the state’s capital, Indianapolis, is
African American at 27.8 percent in 2015 (Statistical Atlas 2015). These burgeoning and
growing communities of socially marginalized groups represent populations in which CHWs
could have the biggest impact in terms of health, advocacy, and overall wellbeing in Indiana.
This diversity was noted by CHW participants during this study. Those in the Fort Wayne
area described how their public school systems now handles students who speak a plethora of
languages. Martha Jones, a CHW with 11 years of experience who focuses her work on
administration, explained that Indiana is:

…like a melting pot because you have, as we spoke, the rural, the urban, a little bit of this
and that, and not only that but the nationalities, again the melting pot. So we have a little
bit of everything when most of the time we think of California and New York but right
here in the Midwest we have more or just as much as some of the other areas for
migrations.

However, others acknowledged that the state is not always welcoming of diversity and
the needs of its new residents. Mark, a CHW and certified recovery specialist, remarked that
Indiana is a “blessing and a curse” in regards to its “Hoosier3 hospitality”:

Indiana has good values and is about family and community but a lot of times we don’t
really appreciate multicultural or minority groups or things like that as much –
immigrants, even the LBGT population – they usually have a pretty good fight on their
3

Demonym for people from Indiana, “Hoosier hospitality” is known as a slogan for the state’s
residents’ goodwill toward visitors in Indiana.
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hands in this state. So I think on the one hand we’re about family values but I think it’s
[Indiana] more traditional so it’s kind of a blessing and a curse.

Indiana is indeed a hostile political climate for many of its most marginalized
communities. For instance, all 92 counties in the state participated in Secure Communities4
program that targeted undocumented immigrants (Chavez et al. 2013). Secure Communities is a
program in which federal, state, and local law enforcement agencies share information with
Immigration and Customs Enforcement in order to deport detained undocumented immigrants.
Although discontinued in 2014 and replaced by the Priority Enforcement Program, President
Trump reinstated Secure Communities via an executive order in 2017.
Indiana also has a state law that bars undocumented immigrants from receiving in-state
tuition at public universities.5 This inimical environment was also seen at the highest political
office of the state when former Governor Mike Pence attempted to block Indiana from receiving
Syrian refugees (Wierks 2016). The growing Burmese refugee population has faced
discrimination including a sign posted in a front yard that read “‘no’‘more’‘Chin6’” (Carter
2016). Furthermore, the overall conservative political climate is harsh for African Americans,
Latinos, women, and rural populations in terms of restricting access to care and in passing
legislation aimed to defund and close Planned Parenthood clinics. As a result of the latter, and
combined with the opioid crisis, an HIV epidemic hit rural Indiana that was exacerbated through
the closing of these clinics (Bassett 2015).

4

https://www.ice.gov/secure-communities.
https://openstates.org/in/bills/2011/HB1402/.
6 The Chin are a large ethnic group within this refugee cohort.
5
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In spite of these political conditions, Indiana was one conservative state that expanded
Medicaid via the ACA in 2014. The Medicaid expansion7 was significant in providing health
insurance and resources to a variety of individuals who had been previously uninsured (Groppe
2017). Moreover, in 2017, the governor convened a task force to develop policy around CHWs.
This task force includes a variety of stakeholders from Medicaid, the Department of Workforce
Development, insurance companies, various Indiana-based health organizations, and the
president of the CHW organization. It is also drafting a set of services performed by CHWs to be
reimbursed through Medicaid. While in the past CHWs were able to have certain services
reimbursed if recommended by a physician or licensed medical practitioner (Phalen and Paradis
2015), these policy developments would significantly increase the amount of services and would
not require the approval of a licensed physician for reimbursement. Despite the challenges for
marginalized populations in Indiana, CHWs have the potential to fill a vital role as an additional
member of the health care team to provide services in addition to empowering these
communities.

7

This is known as Indiana as the Healthy Indiana Plan 2.0, stylized as “HIP 2.0.”
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Figure 3. Map of Indiana
A Snapshot of Health in Indiana
Indiana consistently ranks as one of the unhealthiest states in the United States. Prior to data
collection, from 2012 to 2015, Indiana ranked as 41 out of 50 (America’s Health Rankings
2018). During the pilot research and during the data collection period, Indiana raised three spots
in the rankings to 38 out of 50 in 2017 but then fell back to 41 during the analysis portion of this
project in 2018 (America’s Health Rankings 2018). Indiana also fares poorly or worse in a
variety of other specific health outcomes including: obesity (39), diabetes (40) smoking (44), air
pollution (44), public health funding (48), preventable hospitalizations (41), mental health
providers (42), primary care providers (39), dentists (45), infant mortality (43), frequent mental
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distress8 (42), and frequent physical distress9 (35) (America’s Health Rankings 2018). Lastly,
Indiana only spends $51 per person for public health funding, ranking as 48 out of 50 (America’s
Health Rankings 2018).
Chronic disease, smoking, and drug use are also a significant health issues for Indiana.
Diabetes (11.8 percent of the population has diabetes), obesity (33.6 percent of the population is
obese), cardiovascular deaths (278.5 per 100,000), and smoking (21.8 percent of the population
smokes) are among the top health concerns present in the state (America’s Health Rankings
2018). Furthermore, reflective of the ongoing opioid epidemic, drug deaths rose from 16.7 to
17.9 deaths per 100,000 in 2017 and increased in again in 2018 to 20.2 per 100,000 (America’s
Health Rankings 2018). Minority populations (including Asian, Black, and Latino communities)
face health disparities related to sexually transmitted infections (STIs)10, low birth weight11,
premature death12, poor or fair health13, and children living in poverty14. These primary health
concerns are specific areas that CHWs can help to improve health outcomes through their key
roles as informal counselors, chronic disease management, and advocacy.
Methodological Approaches
Collaborative Approach
This project drew on a variety of approaches in design and data collection. Throughout, I
employed a collaborative approach at the inception of this project and delineation of its research
8

Defined as “percentage of adults who reported their mental health was not good 14 or more
days in the past 30 days” (America’s Health Rankings 2018)
9
Defined as “percentage of adults who reported their physical health was not good 14 or more
days in the past 30 days” (America’s Health Rankings 2018)
10
Indiana State Department of Health (2016).
11
Robert Wood Johnson Foundation (2018).
12
Ibid.
13
Ibid.
14
Ibid.
27

questions. Specifially, I adopted the “collaborative anthropology” framework, described by Bade
and Martinez (2014) as a process that develops a long-term relationship between the
researcher(s) and the community members that also expresses and meets the interests of all
parties involved. Their collaborative model follows in the same vein of previously established
collaborative approaches such as a community based participatory research (CBPR) and
participatory action research (PAR). In adopting this approach, I worked with the CHW
organization’s leadership, which predominantly consisted of working with its president, Lucia. I
consulted with Lucia during the pilot research, refining of the project design, research questions,
semi-structured interview questions, during the data collection process, and the initial analysis
and write-up from her feedback and that of other CHWs.
As part of the collaborative partnership, Lucia asked that I take the CHW certification
course in order to integrate me as a co-instructor during the certification classes. She also
stressed that the organization had made an exception for me to take the class in order for me to
be a co-instructor and assist her. Lucia correctly asserted that this would also give me ample
opportunity to further study the material and training process of CHWs; thereby providing an
additional opportunity for data collection through participant observation. Being embedded in the
organization in such a manner provided me critical insights, data, and demonstrated my
commitment to the project. In this way, training as a CHW, co-instructor, and a member of the
organization positioned me as a true “participant” observer and witness that afforded me critical
insights I might not have otherwise gained without a collaborative approach.
This collaborative approach also echoes the methodological stance described by Nancy
Scheper-Hughes (1995), one in which the anthropologist will take a position as “a responsive,
reflexive, and morally committed” individual. In serving as a witness, Scheper-Hughes argues
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that anthropologists can practice “barefoot anthropology” in their approach to the communities
they work within – especially as a means of moving away from an objective approach and
instead becoming “personally engaged and politically committed.” This, however, does not mean
being uncritical of the organizations I positioned myself within and also being reflexive in taking
this approach.
Additionally, engaging as a participant observer and witness within the organization and
classes was vital to my exploration of the lived experience of CHWs. Stein and Mankowski
(2004) present a framework for conducting qualitative research in a community-based setting.
One step, witnessing, is essential for the researcher to consider in this process. Stein and
Mankowski (2004, 24) define witnessing as “having personal or direct cognizance of something,
to see something for oneself.” They assert that witnessing is a vital component of communitybased research and echo Nancy Scheper-Hughes’ (1995) assertions in stating “…witnessing
involves the transformation of the researcher from dispassionate scientist to impassioned listener
and human being” (Stein and Mankowski 2004, 24). The collaborative approach of this
dissertation takes a similar thrust in conducting community-based research with CHWs.
In terms of collaborative data collection, Lucia was interested in gathering data regarding
the work being done by CHWs as well as information that could be used to sway employers to
hire them. Such data would be relevant to the needs of Lucia, her organization, and the CHWs in
Indiana and became an essential component of the project and in the pursuit of producing applied
results. Especially as the Indiana state government had recently convened a workgroup of
stakeholders in order to develop policies regarding CHWs and Medicaid reimbursable services,
yielding applied results was vital for their continued success. Despite her open access to the
dissertation project data, Lucia was mostly hands-off throughout the time of the project, allowing
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me to pursue fieldwork as I saw fit. Lucia also provided a written letter of support for my project
for the University of South Florida Institutional Review Board.

Semi-structured Interviews
Aside from the collaborative framework and methodologies, audio-recorded, semi-structured
interviews made up the bulk of the collected data. These interviews were conducted using a
guide but flowed as more of a freeform conversation between the participants and myself.
Participants were recruited via email, in-person requests, and referral sampling. The interviews
lasted approximately 45 minutes to one hour and covered a range of topics related to the lived
experience of CHWs. Questions posed to participants asked about motivating factors to perform
this work, how the individual defines their position as a CHW, daily work life, participation and
impact of advocacy, and challenges. Other questions asked about issues related to going out of
scope of care, the impact of certification, and helping a client who wants to do something that
goes against the morals of the CHW. At the conclusion of the interview, participants were asked
if they would like to add or ask anything that was not covered during the interview. Lastly,
participants were asked if there is anyone they would recommend for a future interview.
Additionally, I conducted six follow-up interviews with several key informants. These
follow-up interviews asked for additional information or clarification and were conducted with
individuals who were among the first to be interviewed for this project. In all, 50 individuals
participated in the semi-structured interview component of data collection. Forty-seven of these
individuals were self-identified CHWs and three others included a medical doctor who had
worked with CHWs, a policy expert, and a CHW expert (see Table 1).

30

Table 1. Demographic Characteristics of the CHW Sample
Demographic Characteristics
N=47
Age
18-30
11
31-60
26
61+
10
Sex
Male
10
Female
37
Race/Ethnicity
White
15
Black
8
Biracial
1
Hispanic
23
Years as CHW
Average
6.23 years
Range
3 months - 30 years
Combined Years
292.94
Paid or Unpaid
Paid
32
Unpaid (Volunteer)
5
Both
10
Focus Group Interviews
Three focus group interviews were conducted during the data collection period. The first was
done with a small group of CHWs who worked for the same employer and found it easiest to
meet all at once rather than individually. This focus group was conducted using the same
interview guide as the semi-structured interviews. The second focus group was conducted
following the presentation of the photovoice project (described below). These participants were
asked questions from a different interview guide that specifically pertained to the topic of the
photovoice project. Further discussion of the photovoice project and follow-up discussion is
presented below.
Following initial data analysis, a final focus group was held with several participants and
provided a forum for me to display the initial findings and data analysis of this project as well as
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elicit feedback and critique from the participants. This served as an additional means to amplify
the voices of the participants, refine the analysis of the data, and improve the internal validity of
the study. Email invitations were sent out asking for their participation to attend a presentation to
discuss the initial results of the project. Eight participants attended and provided invaluable
critique and feedback that added further depth to the analysis of the data. Ultimately, this focus
group provided a means to cross-check the findings gathered from “non-collaborative” methods
(i.e. data from semi-structured interviews and participant observation) and assess my initial data
analysis.

Participant Observation
Participant observation was also a primary method and over 300 hours of data were collected.
For this, I attended various events including approximately 200 hours of classroom cofacilitation, mentoring CHWs, shadowing CHWs, informal interviews, attending CHW meetings
with various organizations, and attending Indiana state government policy meetings. Detailed
field were hand written during events and later typed in order to capture conversations with
individuals and document events. Three CHWs were shadowed during data collection that
included a traditional CHW, a hybridized CHW/EMT, and a CHW functioning as a medical
interpreter. These three distinct settings were crucial in documenting the variety of environments
in which CHWs operate in Indiana.

Photovoice
The collaborative framing of the research was also reflected in the choice of data collection
methods, specifically, the use of photovoice. Photovoice is a participatory method developed and
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widely credited to Wang and Burris (1997). This method tasks a group of research participants to
take photographs related to a theme or set of prompts. After taking the photographs, participants
meet to discuss them in relation to the prompts and co-construct meaning through group
discussion. In this group discussion, the researcher(s) serve only as discussion facilitators,
thereby raising the voice of the participants in the analysis of the photographs. Photovoice serves
as a social-justice aligned methodology as it is grounded in feminist theory, empowerment
education, and fosters critical consciousness (Carlson et al., 2006; Gómez & Castañeda, 2018;
Mayfield-Johnson et al., 2014; Langhout, 2014; Wang, 1999).
I approached Lucia during the pilot research to inquire if she would be interested in
incorporating this method during data collection. Having been previously part of a photovoice
project, she agreed and expressed interest in how it could produce data beneficial to the CHW
movement throughout the state. I began approaching CHWs in September 2017 and recruited
eight as photovoice participants. Two were lost to follow-up and six fully completed the project.
Participants met to have an initial meeting that introduced the concept, framing, ethics,
photography skills, and prompts. Since all participants were in possession of and familiar with
smartphones, they used these as their means of taking photographs. The CHWs were given two
months to take pictures related to the prompts which included: 1) what does being a CHW mean
to you? 2) what impact have you had as a CHW and 3) what is a challenge you have overcome as
a CHW?
The participants were allowed to take as many photographs as they wanted in order
promote creativity but were asked to only submit between 1-3 photographs for each prompt.
Most participants submitted one photograph per prompt while one combined elements from each
of the prompts in a collage of photographs. I compiled all of the photographs into a PowerPoint
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presentation and showed them to the participants for follow-up discussion, during which they
were given time to reflect and the photographer asked to explain why they took the photograph
and the meanings they associated with it in relation to the prompt. The other participants were
then allowed to comment on how the interpretation was similar or dissimilar to their initial idea
of the photograph. Through these discussions, the participants constructed and co-constructed
meaning as CHWs in relation to the photographs and the prompts. Lastly, participants signed
copyright releases as part of the IRB process to have their photographs included in this
dissertation.

Data Analysis
Semi-structured interview transcripts, focus group transcripts, typed field notes, and images from
the photovoice project were uploaded into MAXQDA qualitative data analysis software. All data
were de-identified to protect the identities of the participants and each was assigned a
pseudonym. Some details were omitted in order to protect the identities of the individuals in the
project. Following each month of data collection, I performed rough data analysis – through brief
analysis of the data gathered each month – in order to assess the collected data and to ensure I
was collecting pertinent data that answered the overarching research questions.
I drew on the use of grounded theory in order to analyze the data (Bernard 2011, Corbin
& Strauss 2008). In following with this approach, I identified emergent themes in each of the
interview transcripts, field notes, and photovoice photographs. As themes continued to emerge, I
developed a codebook. I began linking appropriate themes into overarching codes and subcodes.
The coded data were then analyzed against the theoretical foci of the project. Additional codes
were developed for data that did not fit directly into categories related to the main theoretical
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frameworks of the project. Full-scale analysis began in February 2017 in order to spend
significant time with the data and to prepare to present the initial findings in a focus group
interview with participants. Exemplar quotes are used throughout the dissertation to highlight
key findings and theoretical connections from this project (Bernard 2011).
Lastly, the internal validity of the data analysis was heightened through the initial data
analysis focus group and the photovoice project. The initial data analysis presented to the
participants provided an opportunity for a small group of participants (n=8) to critique, agree, or
disagree with my initial findings. The photovoice project allowed the group of participants to coconstruct the findings themselves in regards to the larger dissertation project. The findings from
the photovoice project were also shared in the initial data analysis focus group for additional
means of crosschecking the data that was produced. This presentation of the initial findings to
the participants helped to diminish any a priori assumptions I may have inserted into the findings
during data analysis (Holmes and Castañeda 2014, 273).

Participant Sample
In total, 47 self-identified CHWs participated in the semi-structured interview portion of this
project. Due to the heterogeneity of the CHW population, my sample consisted of participants of
all racial and ethnic backgrounds, gender, age, and levels of experience. Levels of education
ranged from high school diploma to one person with a PhD. Additionally, three other individuals
participated in the semi-structured interview: a medical doctor, a policy expert, and a CHW
expert. Although the primary population interviewed for this project consisted of CHWs, gaining
additional insight from these other stakeholders was crucial. Participants were primarily recruited
through referential sampling and via email contact. Semi-structured interviews were audio-
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recorded in order to be transcribed verbatim. This project was approved by the University of
South Florida Institutional Review Board and all participants were provided with and signed
informed consent documents.
The demographic characteristics in addition to the employment status of the sample is
presented in Table 1. The majority of the participants were between the ages of 31-60 (n=26),
with 11 being 18-30 and 10 falling in the 61 years of age and older category. The sample was
predominantly female (n=37) and fewer male CHWs (n=10). The majority of the sample
consisted of CHWs belonging to minority populations (n=32), including Black (n=8),
Latino/Hispanic (n=23), and one biracial CHW. The rest of the CHWs identified as White
(n=15). The range of time worked as a CHW varied between only 3 months to more than 30
years. The average years worked in the sample was approximately 6 years (6.23 years). The total
combined time of experience in the sample was almost 293 years (292.94). The majority of
CHWs in the sample were working in paid positions (n=32) with only five unpaid or as
volunteers and ten CHWs who were paid and did work on the side as a volunteer. Finally, the
organization I collaborated with had split the state up into 10 regions that correspond to
geographical and health needs. I interviewed at least one CHW in each of these regions.

Overview of Chapters
This dissertation broadly explores the lived experiences of CHWs in Indiana and the
responsibilities, motivations, advocacy, and other crucial roles fulfilled by them. The following
chapters will expound on the nuances of the daily lives of CHWs in conjunction with the three
interrelated theoretical frameworks of moral economy, medical citizenship, and care. In doing so,
these chapters provide a top-down and bottom-up examination of the lived realities of CHWs. As
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the state of the U.S. health care system remains volatile, the integration of these workers and
their impact within the various communities of Indiana will be increasingly vital. CHWs have
the opportunity to become a distinct member of the health care team that currently consists of a
medical doctor, nurse, therapists, dentists, and social workers. Additionally, they can also be a
complimentary position to other paraprofessionals that include doulas, case managers, and home
health care workers. They fill a niche in that they are often members of the communities they
serve and operate outside the reach of the biomedical realm.
The following seven chapters outline a variety of key themes that emerged from the data
analysis. Chapter 2 describes the historical development of the CHW model, examining its
implementation in several different countries as well as providing further detail into its inception
in the United States and Indiana. This historical look details the formation of this unique position
and the various philosophical, political, and academic standpoints that impacted and shaped the
position. Chapter 3 continues with a deeper look at the partner organization and the newly
developed CHW certification class. Here I detail the topics of the classes, my responsibilities as
a co-facilitator and mentor, and the nature of the certification itself. I describe more in depth the
collaborative process with the partner organization. Chapter 4 delves into how CHWs are shaped
by the morals and how they approach their care within Indiana. This chapter examines the moral
economy of CHWs and how it is shaped by the broader political economic context. Chapter 4
also delves into the relationship between the these workers and their clients and, particularly,
how CHWs “exchange empowerment” with them. Chapter 5 assesses how CHWs are “present
yet invisible” and analyzes their medical citizenship within the broader health care environment.
A constellation of factors places CHWs in this highly present yet seemingly invisible position in
the workforce. In spite of this, they operate within not only hospitals and clinics but also social
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service organizations and perform extensive community outreach. Chapter 6 examines how
CHWs fill crucial gaps in health care delivery. It also explores how despite having scopes of
practice, CHWs sometimes go out of this scope when performing their care work. Additionally,
this chapter examines how federal and state-level laws and policies have and continue to shape
the environment of CHWs. Chapter 7 explores the advocacy component of the CHW model. I
documented CHWs participating in micro-, macro-, and self/professional-level advocacy. These
“levels” of advocacy serve to move communities toward health equity as well as raise awareness
of the position itself. Furthermore, participation in advocacy must be a protected component of
the CHW model, as further steps to legislate this position potentially will remove this unique
service. Chapter 8 concludes the dissertation and summarizes the main theoretical,
methodological, and applied contributions. In the conclusion, I also lay out the remaining
dilemmas and directions for future research. Of note, the majority of these chapters are
accompanied by photograph(s) taken by CHWs that were part of the photovoice project. The
inclusion of these photographs serves as a means to raise the voices of the research participants
alongside their words presented throughout as selected quotes.
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CHAPTER TWO:
The History of CHWs and their Development in Indiana
“I think sometimes in health care, we tell people how to do it but we don’t show them how to do
it.”
-Valeria, CHW
~~~
Community health workers perform variety of key roles that aid in the translation of healthrelated information from the biomedical realm to the home. Critically, these workers actively
address social determinants of health by connecting clients to resources, health education, and
advocacy. The opening quote by Valeria demonstrates a crucial flaw in the U.S. health care
system. Medical professionals expect treatment plans to be followed flawlessly without much
consideration for personal, familial, social, and environmental barriers. As CHWs work
predominantly outside the hospital and clinic walls, they help clients address a variety of barriers
that impede their access to care and ability to improve their overall wellbeing. These workers
primariliy conduct outreach, connect clients to social services, work at health fairs, and
participate in advocacy and, in doing so, understand the situations of their clients. Most
importantly, CHWs show them how to improve their health.
While public health research has largely sought to analyze the health outcomes of CHW
interventions, anthropological research has explored a variety of concepts and contexts of these
workers and their lives. Notably, the anthropological literature has also sought to problematize
reified notions of CHWs as “happy, heroic, and self-sacrificing savers of lives” (Maes 2017, 7).
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Much of this literature has also described a myriad of issues that impact CHWs across the world
that include work relationships, effects of policy on CHWs, issues of remuneration, and CHW
labor movements. Several scholars have advocated for documenting their lived experiences as
vital to developing a more nuanced understanding of the situations encountered by these workers
(Closser 2015; Colvin and Swartz 2015; Maes 2015b, 2017). Overall, these workers possess a
long history and have been shaped by global, national, and local health priorities and policies.

Background and History of the CHW Model
There is a significant CHW presence throughout the world. There are an estimated 5 million
CHWs in total, with 2.3 million operating in India alone (Perry et al. 2014). Although relatively
unknown by many, there are significant numbers operating within the United States. Estimates
place the number of these workers within the U.S. between 85,000 to 200,000 (Perry et al. 2014,
Rosenthal et al. 2010). Other sources place their estimate more conservatively at approximately
54,000 (U.S. Bureau of Labor Statistics 2017). Exact calculations of this workforce are difficult
given the flexibility of the skills and responsibilities of these workers. Additionally, the range of
titles used to refer to these workers further complicates exact estimates. Ultimately, CHWs,
regardless of the country, work in a variety of environments including clinics, homes, within the
community, and often in a mix of these settings (Perry et al. 2014, WHO 2007).
CHWs have been utilized at various capacities in a myriad of countries and also have a
storied past that include several points of origin (Maes 2015a, Pérez and Martinez 2008, Perry et
al. 2014). While there is debate regarding the origin of the CHW model, there is some general
consensus pointing to Russia and China. In tracing the early development of the CHW model,
Pérez and Martinez (2008) state that the emergence of feldshers (also known as “barber-
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surgeons”) in Russia served as the prototype for the CHW model. Due to a lack of doctors in 17th
century Russia, feldshers were laypersons trained to provide basic medical care to the military. It
was from this initial model, they argue, that China based the foundation for their “barefoot
doctor” program in the 1920s.
Other scholars instead pinpoint the true inception of the CHW model to the barefoot
doctors of China stretching back into the 1920s (Perry et al. 2014). Barefoot doctors were
laypersons trained to provide basic health care techniques to offer health care to China’s
expansive rural areas. Moreover, the proliferation of this model significantly expanded after the
call for increased access to primary health care following the Declaration of Alma Ata in 1978
(Colvin and Swartz 2015, Maes 2015a, Maupin 2011, Pérez and Martinez 2008, Perry et al.
2014). Maes (2015a, 2) notes that in particular, Article 4 of the Declaration of Alma Ata was
essential in outlining the right for people to participate in the planning and implementation of
their health care. It was from these key inception points that the foundation of the CHW model
was forged.
In the 1950s and 1960s, promotores/as de salud [community health worker, literally
“health promoter”] programs began springing up throughout Latin America (Pérez and Martinez
2008, Perry et al. 2014). Pérez and Martinez note that these programs emerged in conjunction
with the labor rights movements and liberation theology, thereby fusing in an element of social
justice advocacy within the core of this position. In many Latin American countries,
promotores/as also utilized “popular education theory” in developing their position on social
justice. Notably, CHWs in the Nicaragua and many other countries in Latin America focused on
social justice issues in addition to basic health care needs in addressing “multiple levels” in terms
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of focusing not only on health but connecting people to social services and advocating for policy
change that would result in greater social equality (Maes 2015a).
Other CHW programs developed in countries including Tanzania, Venezuela, Guatemala,
Honduras, and Indonesia in the 1960s (Perry et al. 2014). Similar programs began to appear in
the United States during this decade as well. CHW programs emerged as part of the President
Lyndon Johnson’s Great Society reforms (Berthold 2016, Pérez and Martinez 2008). Following
this initial federal enthusiasm, the use of CHWs would wax and wane in the following decades in
the United States. However, CHWs have maintained a key role in many parts of the country that
has included both a health promotion and a social justice component (Pérez and Martinez 2008,
Sabo et al. 2013, Wiggins et al. 2013).
In the decades following the 1960s, CHWs throughout the world also saw periods of
declining and increasing interest (Pérez and Martinez 2008, Perry et al. 2014), especially as
programs were reduced in the 1970s and the 1980s. A primary cause for their reduction during
the 1980s was due to the failure of several programs to achieve their outlined goals. Furthermore,
CHW programs suffered mixed results in terms of their outcomes. Kangovi et al. (2015) assert
that “political and financial factors” further spelled the end for these programs. As a result, these
various issues largely caused resulted in the disuse of CHW programs as well as widespread
ambivalence regarding the effectiveness of CHWs. However, these programs saw a revival in the
1990s in the United States, particularly in the form of outreach programs to migrant and seasonal
farmworker communities (Pérez and Martinez 2008). Throughout the decades since their
implementation in the United States, CHW models have continued to maintain a commitment to
social justice. Pérez and Martinez (2008, 13) state that CHWs became “vehicles for social justice
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in socially and politically charged contexts” throughout their existence in the U.S. Thus, CHWs
throughout history have served as advocates of social justice within their communities.
Maes (2017) notes that despite the recent decades that have seen an overall “waning
interest” in CHWs, there are a variety of large global health organizations and nongovernmental
organizations (NGOs) have again assessed the potentialities of the CHW model. He notes that
organizations such as the WHO, UNICEF, GlaxoSmithKline, USAID, The Gates Foundation,
and others are providing funding for the 1 million CHWs initiative in sub-Saharan Africa (Maes
2017). This renewed interest in CHWs within developing countries demonstrates the potential
for new opportunities in exploring further use of the CHW model in both the Global North and
Global South (Maes 2017, Najafizada et al. 2015, Perry et al. 2014).
Despite a long history of their utilization that has seen highs and lows, CHWs remain
poised to address a variety of systemic issues related to not only health but the political economic
context in which they operate (Ingram et al. 2014, Maupin 2011, Pérez-Escamilla et al. 2010,
Pérez and Martinez 2008, Rosenthal et al. 2011, Sabo et al. 2013). Many anthropological studies
have been conducted in developing countries to document specific issues and many with the
intent to produce applied research to further aid the cause of CHWs. These studies have explored
crucial theoretical and applied issues impacting CHWs in developing countries and highlighted
important issues that parallel similar issues facing CHWs in developed countries.

CHWs in the Developing World
Much of the anthropological research on the topic of CHWs has been situated in developing
countries and has sought to expand on their diversity of experiences. These studies have explored
the lives of these workers in many developing countries including Brazil, Haiti, Ethiopia,
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Mozambique, Guatemala, Nicaragua, Pakistan, South Africa, and Venezuela (Castro and Farmer
2005; Colvin and Swartz 2015; Cooper 2015, Closser 2015; Maes 2017; Maes 2015b; Maes and
Kalofonos 2013; Maes and Shifferaw 2011; Maes et al. 2010; Maes et al. 2015a; Maes et al.
2015b; Maupin 2011, 2015; Nading 2012, 2013, 2014; Ruano et al. 2012; Swartz 2013; Swartz
and Colvin 2015; Wayland and Crowder 2002). This scholarship has focused on a variety of
topics including: the roles of CHWs, power dynamics in work relationships, conceptions of
gender, institutionalization of the position, motivations, and documenting the lived experiences
of CHWs. These research efforts have contributed key insights into a variety of topics that
critically expand on issues related to CHWs regardless of the country they operate within.
Several anthropological studies have centered on the relationship between CHWs and
their work within social, political, and environmental contexts (Cooper 2015; Closser 2015;
Maes 2016; Maes 2017; Maes et al. 2015a, 2015b; Nading 2013, 2014). Specifically, they have
explored how these varied contexts impact the lives of CHWs, their relationships, and their
ability to perform their work. The issue of remuneration is crucial for CHWs in many developing
countries (Closser 2015; Closser and Jooma 2013; Colvin and Swartz 2015; Cooper 2015; Maes
2012, 2015a, 2015b, 2016, 2017; Nading 2013). In regards to pay, anthropological studies have
explored the issues related to the belief on the part of the organization that paying CHWs for
their work somehow compromises the foundation of the position (Closser 2015, Maes 2015b,
Maes et al. 2010). The primary argument against paying them (levied by employers and/or
NGOs) is that financial incentives to perform this type of work will somehow jeopardize the
level of care, which is expected to be grounded in altruism. As a result, many studies have
explored this topic with CHWs from a perspective that problematizes idealizations of CHWs as
simply “heroic” and/or “altruistic” or that “mental satisfaction” is enough pay but rather as
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individuals seeking employment and needing better benefits (Closser 2015; Maes 2015b, 2016,
2017; Maes et al. 2010). However, these stakeholder approaches to the remuneration of CHWs
are indicative of labor exploitation, especially as CHWs in these locations also experience the
same structural vulnerabilities as the communities they work with. Closser (2015) documents the
formation of a formal labor movement by lady health workers seeking to be more fairly
compensated. While NGOs, governmental organizations, and other stakeholders were reticent to
pay (or increase the pay of) their employees, CHWs in these studies argued for the need be paid
more fairly given their workload and competing family needs (Closser 2015; Maes 2012, 2015a,
2015b, 2016).
Other studies have explored issues related to the work relationships between CHWs and
stakeholders including health institutions, governments, and NGOs (Closser 2015; Closser and
Jooma 2013; Colvin and Swartz 2015; Maes 2015a; Nading 2013, 2014). Maes (2015a) cautions
against viewing programs of the past as “idyllic” as many programs limited the autonomy of
CHWs and also took a top-down approach to managing these workers. Additionally, Maes,
invoking Nader (1972), calls for the need to “study up” and specifically document the
relationships of power between CHWs, program managers, medical professionals, NGOs, and
other potential stakeholders. In studying these power relationships, further insights can be gained
to address issues of CHW management, issues of pay, and other systemic factors impacting
CHWs (Closser 2015, Maes 2015a, Maes et al. 2015a, 2015b).
Other studies have examined the dichotomous position in which CHWs find themselves
as either a health care provider or social justice advocate. Colvin and Swartz (2015) critique the
duality of the approach used throughout much of the public health research that either idealizes
these workers as “extension agents” or as “agents of change.” They define extension agent as
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CHWs whose sole function is to serve as an arm that expands the reach of the biomedicine into
the community and home. An agent of change, on the other hand, is a CHW who works
primarily to mobilize communities to decrease health inequities and assuage structural
determinants of health. Colvin and Swartz assert that these designations reify CHWs as tools to
fix overarching structural problems whether they are issues related to lack of health care options
(i.e. using CHWs as biomedical extension agents) or related to political issues such as health
inequities (i.e. promoting CHWs as agents of change). Overall, they caution against utilizing
these workers in such a manner since CHWs cannot and should not solely hold the responsibility
of fixing overarching systemic issues.
Furthermore, Nading (2013) explores this duality among CHWs in Nicaragua and frames
this underneath the context of the government removing a policy that had guaranteed
remuneration to CHWs. Nading reveals that CHWs were “ambivalent” about whether or not they
would ever receive pay. Nading (2013, 85) notes that although the pay signified CHWs
belonging to a professional health service, the small amount of money served to remind them of
the “economic and social vulnerability they shared with their neighbors—a vulnerability that
social justice–oriented policies based on luchas populares [popular struggles] promised to
alleviate.” In this way, these workers are caught between dual medical citizenships of their
professional and social realities. Overall, Nading argues for the contextualization of the lived
experiences of CHWs in order to further understand their issues at the ground level.
Several scholars have explored the implications of formalizing and/or creating divergent
CHW models (Colvin and Swartz 2015, Maes 2017, Maupin 2011). Maupin (2011) explores the
impacts of the implementation of Guatemala’s Sistema Integral de Atención en Salud (SIAS)
[Integrated Health Care System] and its introduction of a divergent CHW model. In his study, he
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documents how the introduction of the guardian de salud (health guardian), whose primary
function is to solely refer community members to higher levels of care, puts them at odds with
other types of CHWs throughout Guatemala. In this way, the SIAS created a dual CHW model
that focuses on prevention and empowerment and another model that focuses on providing
curative medicine. Although the program achieved success, the divergent model created a dual
hierarchy between the two CHW models. Ultimately, he calls for a return to the original CHW
model of the 1960s that provided basic medical care, preventative care, and advocacy.
Anthropological studies regarding CHWs in developing countries have also examined the
critical role of gender (Closser 2015, Maes 2017, Maes and Kalofonos 2013, Maes et al. 2015a,
Maes et al. 2015b, Villa-Torres et al. 2015). Women tend to make up the majority of the CHW
workforce in countries throughout the world (Closser 2015; Cooper 2015; Maes 2012, 2015b,
2017; Maes et al. 2015a, 2015b). While Maes (2017) notes that some men were trained as
CHWs, approximately 90 percent of the CHWs he worked with in Ethiopia were women. In
Pakistan, Closser (2015) worked with a group of CHWs made up entirely of women and were
termed “Lady Health Workers” (LHWs). Key within anthropological explorations of gender and
CHWs is analyzing how the stereotypical notions of women as “natural caregivers” and being
“inherently” capable of doing care work shapes decisions made by CHW programs and NGOs
regarding pay, autonomy, and other decisions (Maes 2017, Maes et al. 2015b). While not all
CHWs are women, much of the discourse of CHWs draws on stereotypical notions of women as
inherent caregivers and, in turn, impacts remuneration and rights of these workers.
Maes (2017, 63-64) reveals that the CHW program he worked with in Ethiopia sought
out women to be trained as CHWs due to several factors including “women’s disadvantages in
the labor markets, the prevalent social norm that deems unpaid caregiving and community health
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work women’s work, and the widespread idea that women are better caregivers than men.” As a
result of these issues, many women in developing countries sign up as CHWs yet face difficulty
in obtaining regular and fair remuneration (Closser 2015, Closser and Jooma 2013, Maes 2017).
Thus, research has focused on documenting the needs of CHWs and their labor movements as
well as highlighting stereotypical discourses utilized by NGOs, health departments, and other
organizations that hire CHWs to address this issue. Overall, much of the anthropological
research that has addressed the issue of gender have sought to problematize these stereotyped
notions and argued that female CHWs must be remunerated at equal rates for their work (Closser
2015, Closser & Jooma 2013, Maes 2017, Maes et al. 2010).
Several of these anthropologists have emphasized the specific need to focus on collecting
the lived experiences of these workers (Cooper 2015; Colvin and Swartz 2015; Maes 2015b,
2017). In doing so, the voice of the CHW can be elevated and a more nuanced understanding of
their daily experiences, motivations, challenges, successes, and needs are elucidated. Moreover,
many of these studies focus on the diversity of CHWs and caution against policies that treat
CHWs as a homogenous group (Swartz 2013). Other studies have also explored tension between
different age groups, usually split up as a younger and older cohort (Maes 2017, Swartz 2013).
Many anthropologists have problematized monolithic reifications regarding CHWs, which is
crucial in generating information that can be utilized to improve their work environment and a
variety of other factors. Despite income and health care system differences between the
developing and developed countries, there are several key issues that cut across the spectrum of
CHWs.
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CHWs in the United States
After the inception of CHW programs in the 1950s and 1960s, CHWs have seen periods of both
decline and increase utilization in the United States (Berthold 2016, Singh and Chokshi 2013).
Recently, a period of renewed interest seemed imminent with the mention of these workers in the
Patient Protection and Affordable Care Act of 2010 (ACA). Despite ambivalence on the part of
policy and much of the health care workforce toward the utility and integration of CHWs in the
subsequent years, many studies have demonstrated not only their effectiveness on health
outcomes but also their cost-effectiveness. Overall, a public health perspective has dominated the
majority of research on the topic of CHWs.
In order to gain a better handle on this workforce, scholars have sought to understand the
demographics of CHWs in the United States (Rosenthal et al. 2011). In their analysis of three
national studies of CHWs in the U.S. that span fifteen years, Rosenthal et al. state the majority of
were younger than 50 years of age, younger CHWs were more likely to be paid than older
CHWs, and 91 percent were women. However, they note that more recent studies revealed
greater variation in CHWs with more men entering the field (Rosenthal et al. 2011). Lastly,
CHWs work in a variety of locations including urban, rural, and suburban environments with the
most common worksites including homes, community centers, hospitals, clinics, and schools
(Rosenthal et al. 2011, 251).
Recent research has demonstrated that CHWs are also working in universities, grassroots
organizations, and local health care organizations. Rosenthal et al. reveal that CHWs stated they
focused their care on chronic diseases, prenatal and maternal health, access to health care, and
poverty. Crucially, two of the studies surveyed reveal that 75 percent and 77 percent of CHWs
reported it was important to maintain an advocacy role as a CHW. Despite documentation of
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efforts to make the CHW model apolitical (Maes 2017, Nading 2013), the majority of CHWs in
these surveys agreed advocacy to be central facet of the job (Rosenthal et al. 2011). In this way,
an active maintenance of the role of social justice advocate is a crucial component of the CHW
model in the United States (Rosenthal et al. 2011, Wiggins et al. 2013).
Much of the public health research on the topic of CHWs has focused on demonstrating
their ability to be cost-effective, improve access to care, reduce health disparities among
marginalized populations, address chronic disease, increase quality of care, provide culturally
competent care, and/or a mix of these topics (Arvey et al. 2012, Brown et al. 2012, Deitrick et al.
2010, Ingram et al. 2014, Katigbak et al. 2015, Lujan et al. 2007, Pérez-Escamilla et al. 2015,
Perry et al. 2014, Shepard-Banigan et al. 2014, Sabo et al. 2015, Valen et al. 2012). The majority
of these studies note the positive impact of CHWs on the aforementioned topics and particularly
on the topics of health outcomes and cost-effectiveness. However, in spite of these key benefits,
these majority of these workers continue to remain on the fringes of the U.S. health care system
(Kangovi et al. 2015).
Following the implementation of the ACA, several researchers have explored what
potentials CHWs might be able to fulfill in this era (Balcazar et al. 2011, Brownstein et al. 2011,
Katigbak et al. 2015, Katzen & Morgan 2014, Shah et al. 2014), arguing that these workers
should be integrated into the health care system through their incorporation on interdisciplinary
health teams (Allen et al. 2014, Balcazar et al. 2011, Shah et al. 2014). These teams would
consist of doctors, nurses, CHWs, and social workers to provide a holistic form of care to
patients. They also call for further integration and follow-up research of the impact of CHWs in
early childhood care, reduction of hospital readmissions, and their efficiency and cost
effectiveness in working in these interdisciplinary teams (Shah et al. 2014). Additionally,
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community health centers have received multimillion-dollar grants from the Department of
Health and Human Services to address the opioid epidemic with specific funds to hire
community health workers (Gillespie 2018). Overall, in the wake of the ACA, there are many
opportunities for CHWs in considering their integration into the health care system of the United
States.

Unique Aspects of CHWs in the United States
There are several aspects of CHWs in the United States that place them in a unique position
compared to CHWs in other countries. Although there has been a history of CHW utilization in
the United States since the 1960s, their use as an accepted and legitimate component of the
health care workforce has been tenuous (Kangovi et al. 2015, Maes 2015). While similar patterns
have followed on the global scale, CHWs in developing countries are often part of a government
health department or large- or small-scale NGO initiatives (Closser 2015, Maes 2017, Nading
2014). As a result of their more recent and tenuous position in the United States, CHWs in many
contexts work as unofficial members of the health care team.
Although there are several progressive CHW programs in states such as Massachusetts,
Ohio, Minnesota, and Texas, programs throughout the United States are extremely diverse in
term of training, certification, employment opportunities, and reimbursement (Bovbjerg et al.
2013a, Kane et al. 2016, Katzen and Morgan 2014, Rosenthal et al. 2010). There have been calls
to use the training and certification of the Massachusetts Board of Certification as a national
CHW model, but state-approved training has also emerged in Texas, Ohio, and Minnesota
(Berthold 2016, Bovbjerg et al. 2013a). As a result, CHWs in some states are more integrated
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than others and a diverse range of training and core competencies exist (Bovbjerg et al. 2013a,
Katzen and Morgan 2014).
However, CHWs operating in many parts of the United States do not follow a unified
training and/or certification process. While CHWs in the United States sometimes follow a
previously established and successful certification process (Bovbjerg et al. 2013a), this overall
lack of unification regarding their training represents a unique challenge for CHWs in the United
States. As a result, these workers are often stymied from further integration into the health care
workforce due to lack of official or consistent certification process regardless of their years of
experience.
Another key aspect is a lack of knowledge regarding CHWs and their roles by both the
general public as well as medical professionals – especially in high-income countries. Due to this
lack of understanding, CHWs may be used incorrectly, insufficiently, or not at all (Najafizada et
al. 2015). Whereas with previous research in developing countries has documented a higher level
of integration of within the health care system, knowledge about CHWs in the United States and
other high-income countries is not as well known both at public and professional level
(Najafizada et al. 2015). As a result, raising awareness both at the public, professional, and
policy level are essential to increasing the integration of CHWs into the workforce.
Finally, these workers were mentioned by title (i.e. “community health worker”) in the
ACA. This monumental health care law in the United States not only recognizes this job
category but also provided potential sources of funding for programs to initiate CHW programs
(Bovbjerg et al. 2013a, Katzen and Morgan 2014). However, with the recent change in political
leadership following the 2016 presidential election, a partial or complete repeal of the ACA
remains on the table. And while the ACA, in terms of its impact on CHWs, essentially only
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functioned to acknowledge them, the necessity of understanding their potential to fill critical
gaps in care in the United States will remain regardless. Overall, these issues provide a unique
set of challenges yet serve as crucial leverage points to further elucidate in research projects on
CHWs.

U.S. Health Care Policy, Law, and CHWs
CHW programs saw their advent in the United States during the Great Society programs
launched by President Lyndon Johnson in the 1960s (Pérez and Martinez 2008). The CHW
model was originally formulated as an entry-level position with opportunities for professional
development and career advancement. Moreover, these programs originally received federal
support at its initial inception in the United States. Two major laws funded these CHW programs
including the Federal Migrant Health Act of 1962 and the Economic Opportunity Act of 1964
(Berthold 2016, Pérez and Martinez 2008). Over the following decades in the United States,
CHWs would see their utilization wax and wane. While some areas, such as the Indian Health
Services and in migrant farmworker camps, continued to use CHWs, many areas saw a decline
their utilization (Berthold 2016, Pérez and Martinez 2008). Despite these rising and falling
interests in the utilization of CHWs in the decades to come, several federal laws have
acknowledged and sought to provide opportunities.
As noted earlier, recent federal legislation in the form of the ACA has brought attention
back to the CHW model and potential roles in the health care workforce. In 2009, the United
States Department of Labor recommended the inclusion of a Standard Occupational
Classification for CHWs, which was later included in the ACA (Rosenthal et al. 2010). In spite
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of this recent acknowledgement and resurgent interest in CHWs, the overall situation of many
CHWs throughout much of the United States remains tenuous.
While policy may have stalled on CHWs at the federal level, several scholars have called
for increasing their role as a means to address persistent gaps in care in addition to increasing
health care access to marginalized communities (Ayala et al. 2010, Bovbjerg et al. 2013b,
Catalani et al. 2009, Islam et al. 2015, Jain 2010, Kozhimannil et al. 2013, Martinez et al. 2011,
Mayes et al. 2010, Ortega et al. 2015, Roth et al. 2010, Singh and Chokshi 2013). Especially as
the health care system in the United States moves from a volume-based reimbursement to a
value-based system, CHWs are poised to address this critical shift (Bovbjerg et al. 2013b, Kash
et al. 2007, Kaur 2016, Martinez et al. 2011, McNeill et al. 2014, Singh and Chokshi 2013).
Successful certification and standardization of the CHW model at state levels has resulted in
further integration of CHWs into the state-level health care workforce (Bovbjerg et al. 2013a,
Kane et al. 2016, Katzen and Morgan 2014, Rosenthal et al. 2010). However, many CHWs
continue to find themselves on the fringes of the health care system due to both a lack of funds to
aid in their integration into the health care system, with many being unable to receive
reimbursement for their services (Allen et al. 2014, Bovbjerg et al. 2013b, Kangovi et al. 2015,
Martinez et al. 2011).
Despite initial federal support for CHW programs in the 1960s and their recent mention
in key health care reform legislation, CHWs largely remain on the outside of the health care
system in the United States. In spite of their potential to address gaps in care and increase health
equity among marginalized populations, many are hindered from their potential due to employer
issues with certification and reimbursement. However, there are caveats in terms of formalizing
the CHW position. While certification and standardization of training may be the best means to
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ensure their acceptance into the broader workforce and further justify reimbursement, it may
have implications that could shift the fundamental basis of maintaining both the advocacy
component imbued within the CHW position.

Community Health Workers in Indiana
As of 2017, Indiana has an estimated 1,27015 employed CHWs, including some who have been
active for up to 35 years. In this state, a new organization has emerged called Community Health
Worker Organization of Indiana (CHWOI)16. Originally formed as a coalition, CHWOI
coalesced into a statewide association in 2015. Over the several years since its inception,
CHWOI has been mobilizing CHWs across the entire state and serves as a unified voice for these
workers and advocates for their inclusion as a legitimate part of the health care system and
broader workforce. Crucially, this organization is made up of and ran predominantly by CHWs.
In Indiana, they work in both rural and urban areas as well as with variety of minority
populations.
Currently, there is a wide variety of terms that fall underneath the umbrella of community
health worker that complicate its adoption at the institutional level. The Indiana State
Department of Health (ISDH) lists 60 terms that fall within the possible titles synonymous with
“community health worker.” I encountered an additional 15 terms during my research, raising
the total number of terms for CHWs to 75. Furthermore, their roles, training, certification, and
idealized roles by government institutions, hospitals, clinics, and other organizations are highly
varied. A unified concept of what exactly constitutes a community health worker is contested
and heterogeneous.
15
16

Bureau of Labor Statistics (2018)
This name is a pseudonym.
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CHWs in Indiana work in a variety of settings. Many operate in social services
organizations and are typically employed in grant-funded positions. These CHWs are also as a
different job title, which depends largely on the employer. These different terms include case
manager, health access advocate, patient liaison, promotor/a [de salud], and lay health worker.
Fewer CHWs work in clinics and/or larger hospitals. These may be actually termed as such and
have found greater acceptance in their position in the clinic and hospital. However, hospitals in
Indianapolis and Fort Wayne are actively hiring individuals specifically as “community health
workers.” Other CHWs work as medical interpreters but are unable to work as a CHW at the
same time, due to scope of care restrictions as an interpreter (this will be covered in depth in
Chapter 5). Recently, a new diabetes initiative is being launched in Indianapolis that will
specifically utilize CHWs (Russell 2018).
CHWs do not always work in medical field and many serve their communities in the
social service side of organizational work. Additionally, some first responders are now being
cross-trained as CHWs in Indiana. A set of emergency medical technicians (EMTs) working for
one of the largest hospitals in Indianapolis has been cross-trained as CHWs. There have also
been proposals to cross-train other first responders, including police officers and firefighters at
CHWOI. Finally, it is possible that police and/or fire departments will hire an in-house CHW to
go out on patrols.
CHWs perform a variety of functions depending on the needs of their employer.
Typically, those in Indiana are involved in such activities as chronic disease management,
chronic disease prevention, diet and nutrition, medical interpreting, attending medical
appointments with patients, and aiding clients with social services (including: housing, health
insurance, legal needs, locating food pantries, etc.). While there may be a variety of activities
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performed by these workers, they are similar in that they do not provide clinical services and are
usually forbidden to tell clients how to take medicine, diagnose clients with diseases, or give
medical advice. Some CHWs are also trained as ACA navigators and are therefore able to sign
their clients up for insurance on the marketplace. Most critically, these workers span the gap
where the biomedical reach ends since the majority of these workers spend their time in the
community, conducting outreach, and directly interacting with clients outside of the clinic and
hospital setting.
However, reimbursement for CHW services is a major obstacle throughout the United
States. There are few insurers and state Medicaid programs that reimburse for their services; as
of 2016, only Alaska, Minnesota, New York, and Washington State do so (County Health
Rankings 2016). While there has been a list of Medicaid reimbursable services as of 2018 for
CHW services, medical professionals could approve reimbursement for providing preventative
services (Phalen and Paradis 2015). The inclusion of variety of billable services that are strictly
performed by CHWs could serve as a vital component to their acceptance and integration into
the broader workforce and, in 2018, a draft of Medicaid reimbursable, CHW-specific services
was approved. Employers of CHWs could begin receiving reimbursement for small set of
services beginning July 1st, 2018. The full effects of reimbursement remain to be seen in Indiana
as of the completion of this dissertation project.
Because of the complex field of community health work and the state’s conservative
politics, Indiana was a prime location for conducting research to elucidate the experiences of
CHWs in addition to yielding applied findings that can promote their adoption into the broader
workforce. There are increasing numbers of CHWs who work in both rural and urban
environments, as well as with a diverse array of populations including White, Black, refugee, and
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immigrant communities. As CHWOI continues to grow in scope it continues to advocate for
expanding the role of CHWs and has already done so through partnering with various
organizations, including Indiana University Richard M. Fairbanks School of Public Health to
work on grants and projects to better define and incorporate CHWs within the health care
workforce. Finally, the state government in Indiana has demonstrated a vested interest in the
incorporation and development of the CHW workforce. Thus, there is not only a grassroots
movement advocating for the inclusion of CHWs but significant institutional support as well.

Conclusion
CHWs have an expansive history going back several hundred years. Through the various stages
of their development, they have been laypersons who come from the community, address gaps in
care, and produce positive societal changes through their social justice slant. Although their
usage has waxed and waned on a global and national scale, many programs and initiatives are
continuing to use CHWs to produce positive health outcomes and to improve overall wellbeing
for marginalized populations. In analyzing the lived experiences of CHWs, greater
understandings can be gained that better flesh out the challenges, successes, and other issues
encountered by this population.
As a result, this project analyzes the lived experiences of CHWs broadly in the United
States but specifically in Indiana. In contextualizing the realities of these workers, positive steps
can be taken to further understand and enhance their role throughout the U.S. While there are
similarities shared between the CHWs in Indiana and other states, this project occurred during a
time of transition in this state. The project explores the heterogeneity of Indiana’s CHW
population and their experiences, the state-backed development of this position, and the impact
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of their work in advocacy. Moreover, this dissertation analyzes the top-down approaches taken
towards health in the form of policies, laws, and regulations and how this impacts CHWs at the
grassroots level.
Finally, this project fills a gap in the literature related to anthropological explorations of
CHWs in the United States. Although some public health scholarship has looked at particular
social issues encountered by CHWs, detailed and theoretically framed issues are lacking in the
overarching scholarship regarding this position. Thus, the remainder of this dissertation assesses
and explores a variety of key topics framed at the authoritative and grassroots levels and how
CHWs navigate complex and changing economies of care. The following chapter delves deeper
into CHWOI, their CHW certification course, and the impact of this class on the development of
the CHW workforce in Indiana.
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CHAPTER THREE:
The Community Health Workers Organization of Indiana (CHWOI) & the Certified
Community Health Worker Course
By April 2018, I had reviewed much of the data collected in the project, noting themes that
emerged through analysis, and prepared a presentation detailing these findings. I had sent out an
invitation six-weeks earlier to all former participants hoping to get a small group together for a
focus group to present my initial findings. Overall, eight former participants gathered at the
CHWOI’s office including one CHW who listened in via conference call. Following the fortyfive minute presentation, I asked the participants for critiques and feedback. One of the questions
I posed was to elicit their feelings toward the training – as I went into some depth in the
presentation regarding the certification – stylized as CCHW (certified community health
worker). Carmen spoke candidly about how the training impacted her since taking the course in
October 2017.

What this training helped me so much with is that I don’t know the lexicon of sociology
nor anthropology, so if I want to sell this idea of being a CHW – say to a hospital board –
I have to people to speak [about things like] social determinants [of health]. These are all
new terms to me. That’s what I need so much. HIPAA, I’ve had to deal with it but really
just translating the forms. I didn’t have a good understanding of its origin and all of these
fancy terms that I kind of understand why we have it but didn’t really know what it was
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about. That was critical to me to take myself to a professional level and I’ll tell you I
have another acronym: I’m CHW certified.

While she had been practicing as a promotora de salud [literally “health promoter,”
Spanish-language equivalent for community health worker] for over ten years, she had mostly
developed the position herself with the help of her supervisor. The class was most useful to her
in developing a working vocabulary to gain further legitimacy among doctors and other hospital
staff, as she went on to explain.

It really does help when you have to deal with some of these doctors. I get them when I
come in and I’m just somebody that speaks Spanish and every now and then they try to
blind somebody with science and I lay some back on ‘em and it’s like ‘oh boy…’ all of a
sudden they cool their jets and start speaking plain English so I can speak plain Spanish
so the patient understands.

Aside from being able to more effectively interact with doctors – by getting doctors to
speak with less specialized vocabulary – the training equipped her with a deeper understanding
regarding the scope of care of CHWs. Furthermore, it facilitated an additional level of respect on
part of the medical professionals.

Now with the CHW training I can say, ‘Would you like me to see if this person gets on
Medicaid?’ or whatever, and it’s like, ‘You can do that?’ and I say, ‘I can find it out.’
That’s some of the things I feel like I can take it another step. And now I think most of
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them listen to me, it’s a huge respect level back from the medical professionals who [used
to] consider us just again somebody’s grandma or kid that’s in there speaking Spanish –
that helps tremendously I think.
~~~
Although sporadic trainings had been held for CHWs in Indiana for many years – some with and
some without a form of certification – a state-approved certification course centered on the
foundational skills of the CHW position had not been offered until 2017. Other organizations
certified individuals as certified recovery specialists, who focused on aiding clients with mental
health and/or addiction issues, while others offered specialized trainings such as lactation
consultants, doulas, chronic disease prevention, and nutrition. CHWOI partnered with
HealthyMidwest, an organization with several locations in the Midwest, in order to develop a
curriculum for a certification that would provide a foundational level of training. After receiving
state-backed approval by the Indiana State Department of Health, CHWOI received a grant to
train at least 100 CHWs for placement. The support from CWHOI and the certification course
was vital to expanding the roles of CHWs throughout the state.
Critically, the certification is designed to serve as a legitimizing mechanism for CHWs
that they can draw on when applying for jobs or operating within an existing work environment.
This is especially vital for those who work in a medical setting in which doctors, nurses, social
workers, and other individuals typically have advanced degrees, licenses, and/or certifications of
their own. The state approval also lent credence to this position within the workforce as an
additional form of legitimacy. The classes were held in various locations throughout the state and
also involved CHWOI reaching out to potential employers to place the newly trained CHWs. In
this way, the proliferation of the certification course reached in many directions and helped to
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increase awareness of the position itself. Thus, the implementation of the course and certification
was seen as a vital component for CHWs in Indiana in order to legitimize and spread awareness
of their value throughout the state.
Aside from the legitimizing aspect that certification provides, the course was also
valuable for the students. As Carmen describes in the opening vignette, it provided her with
language and skills to improve her own position as well as provide her confidence in the
knowledge she gained. The class also provides training in widely-referenced public health
theoretical frameworks, approaches to solving complex problems, practicing cultural humility,
and other key skills needed to be an effective CHW. Critically, the class includes lecture and
activities on advocacy and community mobilizing – two unique contributions of the CHW model
that are typically at risk of being removed when this position is legislated and institutionalized.
Overall, the class equips CHWs with not only a “stamp of approval” but also with the knowledge
and skills that form the foundation of this position.
Despite the presence of CHWs in the state for several decades, their official engagement
and employment has been tenuous. Additionally, a centralized group that could advocate for
CHWs did not exist in Indiana until the early 2010s and had only recently coalesced into the
CHWOI. It was through the formation of CHWOI that CHWs have an organization that services
to unify their voice and promote opportunities and legislation to improve their situation
throughout the state. Although this organization was relatively nascent, it had accomplished
much in the short few years of its existence – including partnering with organizations throughout
the state, creating a state-backed certification, and actively taking steps toward further
recognition of the CHW position into more formal position in the workforce.
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Community Health Workers Organization of Indiana (CHWOI) & the Research
Collaboration
CHWOI was formed in 2013. The organization was formed by Lucia, who still serves as the
president, in addition to a governing board that includes several key stakeholders. A CHW
herself, Lucia has been working as such for more than thirty years. CHWOI is set up to serve as
a professional organization with its mission being to serve as a unified voice for CHWs
throughout the state. The association seeks to achieve this through the use of research, education,
CHW training programs, and advocacy. Its primary goals are threefold and include: 1) promoting
the roles of CHWs on health care teams, 2) spreading awareness of CHWs to stakeholders
including health care professionals, (potential) employers, policy makers, and the broader public,
3) advocating with policy makers at the local and state levels in order to demonstrate the value of
CHWs. Above all, CHWOI formed to serve as a unified voice for CHWs and improve their
impact and opportunities in the state of Indiana.
In order to effectively address the concerns of CHWs and health issues throughout the
state, CHWOI has split up the state into 10 distinct regions. Each of these regions is
geographically defined and provides easier administration and as a means to hear key issues from
CHWs and their communities. There are 10 regional directors that each oversees their own
region. These regions are vital in assessing health issues and effectively capturing the voices of
these workers as pertinent to health issues in their communities. This was also done to emphasize
that the impact of CHWOI would not only be for CHWs in central Indiana (i.e. Indianapolisfocused) but throughout the state.
Aside from the business plan, administration of CHWs, and finding means to address the
health issues throughout the state, CHWOI also strives to impact CHWs in a variety of ways.
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The website has both a free and paid membership (with a one-year membership granted to
CHWs who successful complete of the certification course), which funnels back funds into the
organization. CHWOI holds certification classes throughout the year along with various other
trainings. The organization also maintains a monthly newsletter that communicates opportunities
to its members including specialized trainings (e.g., diabetes training, CPR, chronic disease
prevention, nutrition workshops). Additionally, a bi-monthly volunteer health clinic is conducted
with CHWs, a registered nurse, and a medical doctor. Moreover, this organization has conducted
research projects to further understand and reach out to CHWs in Indiana. They have been able
to a secure large grants from various organizations to continue support for their organization and,
in turn, offer new opportunities to CHWs. Overall, while still growing, CHWOI aims to continue
working to improve the situation for CHWs throughout the state.
CHWOI is housed in a modest office space in a strip mall-like plaza alongside other
small businesses. Despite this grouping of office buildings being likely decades old, the façade
and interior were well kept. Walking into the office, there are several desks lined up against the
wall to the left while to the right side of the entrance is a large open room with movable tables
for classes and other meetings. The desks on the right side serve as a small waiting area or as a
consultation area for individuals who come bimonthly to sign up for Marketplace insurance. The
open classroom area to the right served as the location for two of the classes I participated in as
well as for various other trainings, meetings and activities held at CHWOI. There is also an
inviting and somewhat private room that has couch, fireplace, and two reclining chairs for
informal counseling sessions. There are two offices – one for Lucia and another for two of her
employees. Finally, there is a small examination room complete with a consultation area, an
examination table, and bathroom. This area is used for the bi-monthly volunteer clinics that are
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staffed by a medical doctor, registered nurse, and CHWs. Critically, this space serves as a
strategic area from which CHWOI is able to carry out its three-pronged goals.
I initially started working with this organization in mid-2016. I reached out to Lucia to
inquire about a possible collaboration for my dissertation project, to which she agreed. Aside
from producing data that would also be valuable to the organization and CHWs more broadly,
Lucia also wanted me to actively take part in the organization. Firstly, she wanted me to
spearhead the creation of a “Success Story Committee.” This committee would be tasked with
developing a means of reaching out to CHWs throughout the state in order to capture “success
stories.” These stories would be brief tales of the experiences and successes of CHWs throughout
the state and would serve several purposes, including: to promote the role of CHWs, reward
these workers with recognition through the distribution of their stories, and as a way to
demonstrate their unique contributions to policy makers and employers in the health care
industry. I worked throughout 2016 to form the committee through contacts provided to me by
the organization and organized monthly meetings through the end of 2017. Although my
participation on this committee and involvement in helping to collect these stories did not
contribute to my dissertation data collection in any way, it was a vital means of demonstrating
my commitment to the organization in order to further foster our collaborative partnership as I
did my final year of course work.
Secondly, in December of 2016, Lucia informed me that CHWOI had received a large
grant that would be used to train 100 CHWs in the state of Indiana using a newly-formed and
state-backed certification program. The grant would support efforts to train either new CHWs or
current individuals who were already working as CHWs (known as “up-skills/up-skilled,”
stylized as “upskills” or “upskilled”). This training was to serve as a foundational level training
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and would come with a certification thereby anyone taking the course would be considered a
“certified community health worker [CCHW].” Although I had never worked in the capacity as a
CHW, CHWOI decided to make an exception in my case to include me in master-training
session of the course with several other CHWs. Lucia told me that my participation in this
training would give me insight into the skills and competencies of CHWs, as well as train me as
a master-trainer in order to help her co-teach classes during my dissertation research. Lucia saw
this as a good fit, given my previous experience as an instructor. Furthermore, as stipulated by
the grant, a mentor would provide additional help all CHWs who participated in the course for
six months after successful completion. The mentor was tasked with helping the mentee with
issues related to employment and the special project or internship to be completed by the
graduate. Thus, my participation as a master-trainer and mentor would serve as an additional
means of serving the organization.
Although I was excited about being included as part of the master training classes in
which I would become a CCHW, I also felt unqualified for such a role given that I had never
been a CHW. This also affected me somewhat as I learned to teach the material to students, in
that I worried that I would be seen as unqualified. During introductions during the first day of
classes, I always stressed that although I had undergone the training, I was a PhD candidate
collaborating with CHWOI and that I would be conducting the class lectures. Thus, I never
identified myself as a CHW but rather as a co-facilitator for the course. Instead, my
responsibilities as master trainer were stressed as helping to facilitate class and to serve as a
mentor to students – and that I would always be a co-facilitator with Lucia or another CHW
master trainer as the expert instructor.
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As a mentor, I was assigned a set group of students for the classes in which I served as a
co-facilitator. The mentees assigned to me filled out paperwork related to specific skills they
wished to improve (e.g., public speaking, computer classes, ESL courses, leadership
development) and I sought ways to connect them to resources to fulfill further training.
Normally, I would search for resources such as free classes offered online or in the community. I
performed monthly phone calls with each mentee to ensure that they were successfully
completing their special project and/or internship. I also provide them with new opportunities
and resources identified by CHWOI. Due to my intimate connection with these CHWs, I recused
myself from interviewing any of my own former mentees in order to avoid any undue pressure or
burden as their former co-facilitator and mentor.
Serving as a mentor provided vital insights regarding the difference in experiences
between upskill CHWs and new CHWs. Upskill CHWs were those who were already employed
and thus completed a special project decided between them and their employer. While upskill
CHWs still identified various traits and skills to work on in addition to the project, mentoring
them was much more hands-off. I normally would check in with these students monthly to see
their progress on the project and offer any potential opportunities of interest. Newer CHWs often
faced more difficult circumstances – typically in balancing their time with finding full-time
employment as a CHW. Some completed an internship period but were not hired as a fulltime
employee. Some of these eventually had to find work in an unrelated field. As a result, I often
worked more closely with new CHWs in connecting them with free classes, trainings, and
potential employment opportunities. Thus, serving as a mentor not only demonstrated my
commitment to CHWOI in fulfilling a needed service but also provided insight regarding the
issues encountered by CHWs.
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Aside from the certification course, CHWOI also became involved with a crucial
opportunity to aid in the institutionalization of CHWs in the broader workforce in the state of
Indiana. At the behest of former Indiana State Health Commissioner, Dr. Jerome Adams,
Governor Eric Holcomb convened a workgroup to develop the CHW workforce as a means to
improve the health of Indiana. This workgroup would also culminate in the recommendation of
specific Medicaid-reimbursable services to be carried out by CHWs. Along with this official
development of the workforce, the certification would provide further legitimacy for these
workers. In this way, the certification course, its skills, and competencies were vital in refining
the CHW workforce throughout the state.
Overall, my roles as chair of the Story Gathering Committee, training co-facilitator, and
mentor were vital in demonstrating my commitment to the collaborative partnership with
CHWOI. Through my role as chair of the Story Gathering Committee, I gained a deeper insight
into the lives of CHWs, their roles in Indiana, and CHWOI itself. As training co-facilitator and
mentor, I actively participated in over 300 hours of certification training and aided in the
development of 24 newly certified CHWs. This position provided me with an opportunity to
learn about CHWs and their successes and challenges in and after the certification course. And,
although CHWOI was still in its nascent stage during my research, the timing was critical due to
the newly state-backed certification course.

Certification Course and Certified Community Health Workers (CCHWs)
The certification course that received state-backed approval was developed by HealthyMidwest,
a faith-based, community health organization that aids marginalized and vulnerable populations
in accessing care. This organization has several locations in Indiana and Illinois. The training
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itself is a foundational level course that instructs individuals on basic skills, competencies,
values, and other key factors necessary to becoming a CHW. The certification training is
provided by organizations that have been approved as “training vendors.” The course has a
dedicated textbook, lecture slides, activities and other training material. The first part of the
course occurs over five days of eight-hour classes. Following completion of the 40-hour CHW
training, participants take an online exam that includes multiple choice, true/false, and essay
questions. The tests are graded at a central location and participants must score at least an 80
percent to pass.
Each day of the CHW certification covers a specific set of topics. These include the
history of the CHW model, introduction to the public health and health care system in the United
States, and the unique skills and code of ethics of CHWs. Moreover, classes also contain a
variety of activities that allow the students to test out their new and/or developing skillset in the
comfort and safety of the classroom. These activities were normally group-focused but were also
individual and ranged from short videos followed by discussion, interactive demonstrations, roleplay, and scenario driven. Role-play activities were an important focus of this course and
provided a safe environment to discuss and develop skills including motivational interviewing,
cultural humility, advocacy, and developing interventions. Classes also occasionally started or
ended with a review of the day’s topics and/or previous topics covered. This was a vital
component of ensuring successful learning of the material and to prepare students to take the
online exam following the conclusion of the first week of the course.
In addition to the CHW certification course, CHWOI and HealthyMidwest decided to add
a weeklong training that specifically focused on developing leadership skills for the CHWs in
training. This portion of the class is called “leadership training” and provides skill development
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in various problem-solving skills, abstract thinking, public speaking, and other life skills for the
benefit of the trainee and their future clients. This training is an additional 30 hours and took
place following a one-week break. This class was an additional requirement in order to receive
the CHW certification in Indiana. The leadership portion of the training took place over four
days and consisted of approximately 6-8 hour-long classes. Classes were structured similar to the
CHW portion of the class with lectures and activities that conveyed these complex skills and
allowed for an application during the activity portion. Following the completion of the leadership
week, CHWs were placed into internships or, if they were already employed, conducted a special
project for their organization and were followed by a mentor for six months following their
completion of the course.
While the classes were split between lectures and activities, the hands-on activities were
truly the meat of the class and the primary method to instruct students. I found the activities and
discussion to be especially key as it allowed the upskill CHWs, who already had experience in
this field, to share their knowledge with the new CHW students. These activities and discussion
allowed for the infusion of practical experience with the book material. I found that this provided
a way to value experience on an equal level as course content. The lecture component was
utilized in order to introduce the topics and skills of the course but the activities and discussion
allowed for the application of these skills in a safe environment. Students for the most part
agreed with the importance of the activities, but also noted that they could be mentally
challenging and could wear them out after completing them.
At the end of my involvement as training co-facilitator in January 2018, over 100 CHWs
had become certified. I continued to mentor a small group of CHWs through March 2018.
Although the primary grant that funded the training of these 100 CHWs ended, additional

71

trainings are continuing to be offered sporadically throughout the state by approved training
vendors. These provide an opportunity for CHWs who missed the initial training to have
additional chances to earn the certification. CHWOI and other stakeholders view this
certification as a crucial step toward further legitimacy and validation as they break into the
workforce. This is especially key in the health care arena in Indiana, in which many medical
professionals are unaware of CHWs and/or are skeptical of the contributions of this segment of
the workforce.
Overall, the training course serves as a crucial foundation for new CHWs and a refresher
and reinforcement of the skills for current, “upskill” CHWs. Each day is set up around a specific
set of skills to prepare a CHW for their future employment. In these classes, I usually introduced
the concepts, led the lecture portion, and sparked discussion among the students. Lucia would
also speak out during these discussions as well as to pose specific questions to the class during
the lecture component. Following discussion, there were generally two to three activities that the
participants would carry out either individually or in groups. Lucia took over during this portion
of the day and introduced and oversaw these activities and subsequent discussion. I also provided
assistance to the students as they worked on group activities. Aside from the classes Lucia and I
co-facilitated, many of the classes offered in other areas were co-taught in the same manner. The
classes could also be adapted in various schedules to instruct all the material depending on the
availability of the current class but normally took place over the course of three weeks – one
week on for the CCHW curriculum (five, eight-hour days, total 40 hours), one week break, and
one week on for the leadership component (four, approximately seven hour days, total 30 hours).
Overall, each day provided instruction and training on a set of essential topics and skills for
CHWs.
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CCHW Course Day 1
The first day of the course is dedicated to introducing the CHW model, the ten core
competencies of CHWs (as defined by HealthyMidwest), an introduction of public health, health
equality, and the health care system and health policy in the U.S. The introductory day provides
vital information regarding the unique contributions of CHWs, the core skills and competencies,
and how CHWs approach health disparities. There is an infusion of public health theory,
particularly in the form of the social ecological model (SEM), as well as statistics related to
health both nationally and for Indiana specifically. This model was a vital component of the
course as it was used to demonstrate how CHWs can affect each of the levels. Participants are
also introduced to the concept of “scope of practice,” which entails a set of rules, regulations,
and boundaries based on a position’s training. Participants also take part in a variety of activities
and discussions to explore these topics as a group.
Critically, trainees are introduced to the ten core competencies of CHWs. These include:
community knowledge, communication, advocacy, capacity building, service coordination,
interpersonal skills, teaching skills, organizational skills, cultural humility, and professionalism.
There is also an emphasis on the personal attributes CHWs should maintain including:
interpersonal warmth, trustworthiness, open-mindedness, objectivity, sensitivity, competence,
commitment to social justice, good psychological health, and self-awareness and understanding.
These competencies and attributes are identified as being crucial to being an effective CHW.
Lastly, there is explicit emphasis on maintaining advocacy and a social justice slant as
CHWs. Despite some fear in the literature that institutionalizing CHWs can lead to an overmedicalized position, the training at CHWOI emphasizes the need to maintain this core role.
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There is also direct emphasis in this first day on explaining social determinants of health and
how CHWs can specifically ameliorate these issues. Additionally, Lucia explained that, through
advocacy, CHWs can impact social determinants of health that hinder access to resources. She
also emphasized that participating in advocacy does not have to be as broad as political activism.
Rather, this can be accomplished through smaller steps such as advocating for changing
organizational policies to better facilitate the needs of the CHWs’ clientele. Other similar
examples include advocating that forms are provided in multiple languages or changing
organizational/clinic policy to facilitate access to care or resources. Lastly, the class ended with
reviewing the core roles and competencies of CHWs (see Figures 4–5).

Figures 4 & 5. Posters used in class that relay the core roles and competencies of CHWs in
Indiana.
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CCHW Course Day 2
The second day of the course introduces students to the guiding principles of working with
individual clients and introduces policy such as HIPAA, the CHW Code of Ethics17, informed
consent, confidentiality, ethical decision making, and additional information on how these
impact their scope of practice. Participants also learn how to conduct initial interviews with
clients, counseling them to produce positive behavior change, the stages of change from the
transtheoretical model, using motivational interviewing, care management, and home visits.
There is also an emphasis on how to effectively work with client while maintaining their
autonomy as well as how to maintain safety and proper conduct when working with a client.
Trainees also learn how to make proper referrals and how to conduct follow-up with clients.
Again, this day is couched with activities at the end of most lectures – and at times halfway
through lectures – in order to put into practice the content learned in the lecture.

CCHW Course Day 3
Day three is an intensive day for students due to the subject matter, particularly during the
second half of the day. The first half focuses on chronic disease, chronic disease management,
developing client self-reliance for treating their chronic disease, and learning how to read
medicine labels. Participants are also taught about nutrition, barriers to healthy eating, how to
read nutritional labeling on foods, and guidelines for healthy eating such as the “healthy eating
plate” model. Students are also shown demonstrations that visually show how much sugar is in
food items including soda, fruit juices, applesauce, microwaveable soup, and “healthy” foods.

17

https://www.in.gov/isdh/files/CHW_CodeofEthics_approvedfinalJune2008.pdf
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The students are encouraged to reproduce this demonstration when working with clients or
conducting health education events with communities.
The latter half of the day is constructed around the topic of trauma and how to support
and aid in the recovery of survivors. This day is typically emotionally draining for both the
students and the instructors. Participants are introduced to trauma including child abuse and
neglect, sexual assault, war/armed conflict, domestic violence, torture, state-sponsored violence,
natural disasters, death of a loved one, and accidents. Students are also exposed to post-traumatic
stress disorder and historical trauma – that is, history or generational trauma passed down by
generation (e.g., slavery, the Holocaust, the American Indian experience). CHWs are taught to be
keenly aware of this in their communities and that understanding this historical trauma is vital to
helping a client heal. Participants learn about trauma informed care (TIC) (also known as trauma
informed practice [TIP]) and how they can operationalize this skill to help clients recover from
trauma.
There is a final activity in which participants use art therapy to share a traumatic
experience that occurred in their lives and receive support from the other students. Each
individual is given a large poster board to draw an artistic representation of their trauma. The
facilitators and students all participate and individuals are encouraged to talk and listen to
calming music during this portion of the activity. Once everyone has finished their drawing, each
individual presents their story to the group.
This activity was a vital component of the class for several reasons. First, it seemed to
always bring the students in the group together as they supported each other during the story
telling. Second, it was a way to demonstrate how CHWs will hear traumatic stories and those
who are listening must be aware of how another individual’s trauma may resonate or trigger
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issues within themselves. In this way, Lucia asserted the activity helps teach topics such as
secondary trauma and knowing when, as a CHW, an individual may need to step away to ensure
they are mentally capable of effectively aiding their client. Lastly, the activity was also a means
to bring self-care into discussion and how it can be used to help heal from traumatic experiences
as well as de-stress from hearing others’ traumatic experiences.

CCHW Course Day 4
The fourth day of the certification course introduces students to the concepts of culture and
cultural humility. Cultural humility is defined in the class material as “emphasi[zing] the limits
of our ability to truly understand the culture of others. It advances values of equity and an
understanding that no cultural identity or tradition has more or less value than any other.”
Students are also introduced to how and why culture is important to health and how to practice
cross-cultural communication. During discussion, students are asked to share their own cultural
understandings of health such as what home remedies (e.g., food, beverages, folk
medicines/practices) are used to help treat illness and/or what actions or superstitions their
families hold regarding health and illness. Critically, students learn that they must practice
“transference of power,” which “refers to a CHW supporting a client to take the lead in
identifying concerns that are most important to them” (Berthold 2016, 145). These concepts are
vital to the very core of what being a CHW is – emphasizing the autonomy of the client,
understanding and empathizing with a client, and finding ways to cooperatively empower a
client.
During the second half of the fourth day, students are introduced to a number of key
concepts related to stress management and self-care. The class introduces stress, stressors, and
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stress responses in addition to how to identify personal signs of stress while helping clients. Selfcare is a crucial concept that is taught to the students as a vital strategy to incorporate into their
work as a CHW. There are several examples present to discuss self-care to CHWs as well as
discussion with the current group to see what people already do in order to practice self-care.
These discussions were pivotal, as many participants revealed feeling overwhelmed by the
responsibilities of being a CHW. Self-care was particularly important for avoiding burnout and
compassion fatigue. A deeper discussion of self-care and CHWs is found in Chapter 6. Lastly,
CHWs are introduced to conflict resolution, including strategies regarding conflict in the
workplace and with clients. Students are taught methods to de-escalate situations and with an
emphasis on listening skills. Again, these skills are also reinforced through several group
activities.

CCHW Course Day 5
The final day of the CCHW certification course introduces students to the concept of holding
community education trainings, group facilitation, community organizing, professional skills,
and advocacy. HealthyMidwest also added several addendum lectures that explain emergency
disaster preparedness, financial security, and a final review of the entire course. This day focuses
on some of the most important parts of being a CHW and highlights the sustained emphasis on
their ability to facilitate groups, participate in community organizing, and advocate for their
clients and community.
During the first course I co-facilitated, students were split into groups of two and were
tasked with designing an intervention to propose to a community. The audience members were to
also role-play as though they were a community council or residents at a town hall meeting. One
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group presented their intervention that would teach safe sexual practices and Lucia objected to it
as part of her role-play. Discussion followed on how to specifically address individuals who may
be morally opposed to such topics as safe sex with additional discussion of topics such as issues
related to the LBGTQ+ community and abortion. Lucia emphasized that the client’s health must
always be at the forefront. If the client wants to do something that goes against a CHW’s morals
or values, the clients must be referred to another qualified individual to receive proper health
care or counseling. This was a crucial teaching moment, as many CHWs openly discuss their
religious conviction but that proselytization and rendering judgment remain outside of their care
for their clients.
Furthermore, the addendum skills that are taught – emergency preparedness and financial
security – are not only informational sessions for the CHWs themselves but can also be relayed
to their future clients. While some of these skills seem apparent and/or superfluous, the course
was designed to keep in mind that at least some of the CHWs in the course may only have a high
school education and potentially have not learned these skills. Thus, instruction in these skills
and their ability to pass them on to their community and clients is essential.
Following the conclusion of class material, students are shown a demonstration on how to
access the online link to take the exam for the class. Students are given a unique username and
password and have one week to complete the exam. Exams are graded at the HealthyMidwest
offices. Students must pass with at least an 80 percent to be qualified as certified community
health workers. Following successful completion of the examination, students must return after
the off week to complete the leadership training in order to fully complete the course and receive
their certification.
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Leadership Course Day 1
The leadership course is a separate training that was included in the HealthyMidwest training and
does not follow a specific textbook as the certification classes do. Lucia explained that the
leadership course was added to the certification course since CHWs are considered innate leaders
within their communities, and providing training on thinking like a leader is vital. The class is
aimed at honing the skills of CHWs and equipping them with tools that will help them
understand complex problems their communities face – and means to develop interventions and
solutions to solve these issues.
The first day of class introduces students to the concept of community and an explanation
as to why they should consider being a leader. The key traits emphasized include an individual
who can made a difference, grow, and fill the need in their community as a leader. Various
characteristics are emphasized for the students that include listening skills, taking responsibility,
setting goals, proposing programs, and ensuring that work is accomplished. Students are also
introduced to different styles of leadership and instructed how to determine which leadership
style is appropriate for themselves and/or the given issue or task at hand. Finally, students are
introduced to the concept of creating a vision and ethical leadership.
The students also participate in several activities. The first activity tasked students to
identify characteristics of successful leaders as well as to identify individuals they view as an
exceptional leader. In the last activity for the day, students are provided with a worksheet in
which they identify several “leadership goals” to improve during the six-month period following
the course in which they work with their mentor. Such goals include: making meaningful
decisions, managing conflict, setting goals, giving productive feedback, navigating change,
understanding cross cultural difference, fostering a vision, and communicating effectively.
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Students choose several of these and list the activities they will do, who can help them achieve
the goal, and resources they can draw on. The students also developed a community maps that
included the demographics, values, resources, and other key topics. Students worked with these
community maps for the rest of the week as they did structured activities that they could directly
apply to their community needs.

Leadership Course Day 2
The second day of the leadership course introduces students into more challenging and abstract
thinking regarding thinking as a leader. One of these thinking skills introduced is called “systems
thinking” and challenges students to understand larger systems and the various parts that make
up this system. Students are encouraged to look at larger processes in society and understand
how the interactions of various parts make up the system – and how they can find patterns that
will lead to solutions for the problems they and their communities encounter. Ultimately, the
benefit of systems thinking is explained as a method of critical thinking that aids students in
understanding the relationships of the parts of society, how they fit together, and how to make
better decisions to address these topics.
In order to convey this complex topic, students engage in an activity in which they draw
out each step in order to make toast. This is to demonstrate to students that a mundane activity
can actually be quite an involved system from start to finish. Visual methods are used as well. A
photograph of an iceberg is shown with the portion visible above water being the “events” and
the portions beneath the water including the patterns/trends, underlying structures, and mental
models. The socio-ecological model is again introduced as a way to help students visualize
system thinking and further understand how each individual exists as part of a larger system. In
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this way, this day instructs students on how to understand and solve complex problems and
visually demonstrates these concepts to students.

Leadership Course Day 3
The third day of the leadership class is the most intensive class and is split into two parts. The
first part introduces students to collective action. This class focuses on addressing broader
problems that are impacting their community rather than at the individual level. Again, students
are introduced to concepts and thinking that helps them view the smaller parts that make up a
larger problems as well as steps that can be taken to developing an intervention to address said
problems. Students are also taught how to effectively gather facts and statistics about a problem.
Students are also taught about the difference between an inference, speculation, and an opinion
as they collect data and develop interventions. Visual diagrams are again incorporated and
include the “problem tree,” a diagram in which the causes are the roots, the problem is the trunk,
and the effects are the leaves. This serves as another means for students to parse out the various
parts of an issue and understand its effects. Several activities are carried out to help students
apply their newly taught skills.
The second part of the day focuses on instructing students on how to develop an
intervention. Students are taught the various steps to developing an intervention including how to
address the various issues of a problem, identifying the goals of the community, the services to
be provided, and how to initiate the intervention. Students are also taught that they must consider
the community at all times including the historical, cultural, environmental and political issues
that may hinder the intervention – and how to properly adapt the intervention to be successful.
There is an explicit emphasis that the community must be involved and open communication is
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vital to ensure a successful intervention and additionally how the intervention can be adapted
based on the feedback and needs of the community. Students are also taught that when planning
an intervention they must identify goals and objectives, develop an evaluation assessment,
planning how, what, by when they will measure data from the intervention, in addition to
learning how to apply for grant money. Students are also instructed on the ethical issues that they
must consider when conducting an intervention and such ethical concepts as confidentiality,
consent, disclosure, competence, and conflict of interest. The class is supplemented with various
activities to aid students in their understanding of the material.
The class is supplemented with several activities and discussion to aid students
understanding. Aside from developing an intervention, students also participate in an activity in
which they added to their community maps. Students are tasked with identifying organizations
and community assets that they could draw on to help improve the health and wellbeing of their
communities and clients. Again, this activity emphasizes how the course not only trains
individuals in the fundamentals of being a CHW but also how they can hone their skills and
serve as leaders in their communities. Lucia emphasized that the participants utilize these maps
in their future work and add to it as they begin to work or continue their work as CHWs.

Leadership Course Day 4
The fourth day of leadership is normally one of the shorter days. As this week of training is more
intensive regarding activities and the abstract course concepts, most students expressed their
mental fatigue by this point. Lucia too noticed this fatigue and vocal complaints regarding the
material; she explained to me that these topics are indeed difficult due to the abstract nature of
these critical thinking skills. Fortunately for the students, the fourth day’s content is slightly
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lighter in complexity. Students are introduced to additional methods of leadership thinking. First,
students are introduced to a concept called “mastering change” and the lecture demonstrates
strategies to use when faced with change. Connections are also made to previous course topics
such as conflict resolution and how they can draw on their new skills can be used in different
manners.
Several different forms of critical thinking are presented to the students with detailed
explanations. Students are also introduced to additional public health concepts in the form of the
plan-do-check-act (PDCA) cycle. This concept is a crucial skill taught to CHWs since it provides
a simple methodology to effectively approach a problem and take steps to address it. Other visual
models are provided to students on this day in the form of activities. Students are introduced to
the “fishbone diagram,” a model that helps students visual a problem and how each topic or issue
identified flows into the “fish head” of the problem. These strategies are again emphasized to
students as skills they can draw on in their future work. Upon completion of the class, the
students have concluded the course material for the CHW certification. They then move into the
next component, which is to complete either a special project for their employer or an internship.
While the classes I participated in successfully trained over 100 CCHWs, there were several
challenges that emerged related to the class, students, and my own personal struggles.

Challenges of the Certification Course
Although the classes are vital in instructing new and upskilled CHWs in the foundational nature
of their job, there were also several challenges encountered. One of the key challenges comes not
from within the course content but the nature of the class interactions. Lucia and I noted after
several classes that the energy of the students could be relatively low. Much of this related to the
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content taught in the class and we noted how the leadership portion of the class seemed to drain
the energy of the students more so than during the CHW component of the course. Although the
students, during my time as co-facilitator, were receptive to the lecture material and activities, it
was apparent that the activities could be simply exhausting. Lucia and I attempted to remedy this
through offering additional breaks and, if possible, ending certain classes a little early and
moving around parts of the course content for future classes.
Some students were unable to make the class due to the fulltime nature of the two, albeit
nonconsecutive, weeks. If they currently held employment, it was difficult to take time off for
the course time period. This challenge was ameliorated to a degree if the employer permitted for
their employees to attend the class (and were thus compensated for their time in the class) or if
the student was a volunteer or unemployed. Rarely, the class was offered over the course of a
month and was largely completed in four-hour periods. This led to some scheduled classes being
cancelled due to low enrollment or individuals being unable to commit to the full, two-week
course. Other students were unable to complete the class altogether because they were
undocumented – due to the state funding and requirement to help CHWs find employment, they
were ineligible for the course.
Another set of challenges related to the work of the mentors. After the class, some
students seemingly “disappeared” that is, the other mentors and myself had trouble getting a hold
of our mentees via email, phone, or text. Mentors were required to touch base with students each
month in order to track their progress as stipulated by the grant. Some of these issues were fixed
by finding the preferred mode of contact for each student. However, a small portion of students
were lost to follow-up. This was rare and only a slight challenge. Some of these students had
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found employment outside of being a CHW and thereby did not have time to complete the
mentorship period.
Finding employment was also a challenge that remained for many newly trained CCHWs
after the class. Depending on where they lived, employers were unsure or unable (usually due to
budgetary reasons) to employ CHWs. This speaks to the broader issue of the legitimacy and
inclusion of CHWs and the lack of awareness throughout the state. At the time of the classes, the
governor’s workgroup on CHWs had yet to form and Medicaid reimbursement was
approximately a year away. These issues compounded finding employment, internship, and other
opportunities for the CHW students.
Other challenges manifested as not being able to find enough students to take the course.
At least two sets of scheduled classes were cancelled due to low enrollments. Lucia and CHWOI
had set a minimum of five students per class to utilize the resources for each student provided by
the grant. In at least one case, we came up short with enrolling students. Another scheduled class
was going to cross-train police officers as CHWs, but following the shooting and killing of a
police officer, the class was cancelled. While the course was offered free of charge for students
during my time as co-facilitator (the grant paid the tuition in order to train at least 100 students),
other classes are still being offered and training new and upskilled CHWs.
I also encountered by own personal challenges. Although I had attended the mastertrainer course and had received my certification as a CCHW, it took me some time to feel
comfortable teaching the course. I relied heavily on Lucia during the first two times teaching the
course to fill in the gaps related to questions, discussions, and supplementing some of the lecture
material. Despite my certification, I never referred to myself as a CHW and instead always
introduced myself as a PhD candidate collaborating with CHWOI and stated that my primary
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role was to facilitate lectures and to serve as a mentor to my designated students. I was also
unsure how far I could interject my own examples and divert from the lecture material but Lucia
encouraged me to share examples from my research and add in this manner. Lucia also
encouraged the active participation of the students, since many came from diverse backgrounds
and a key learning component of the class was to include students learning from others’ unique
cultural perspectives.
Furthermore, the weeks that I co-facilitated classes were taxing on my time that was also
needed to collect data for the dissertation. I was largely unable to interview participants due to
my involvement in the co-facilitation. I normally put in 10-hour days between arriving early into
order to set up for the class, co-facilitating, and my commute. I also set up ethical boundaries in
that I would not interview my mentees in order to alleviate any undue burden or conflict of
interest for them. I was, however, permitted to use my time in the classroom as participant
observation and to gain an in-depth understanding of how CHWs were being trained in the state
of Indiana. Lastly, my work as a mentor was not used for my data collection and was completely
as my designated responsibilities to CHWOI and as a way to “give back” to the organization.
In spite of these personal challenges, I was able to develop my skills further as a teacher.
I also drew on my knowledge of the public health theories and approaches discussed in the
lectures to further explain to the students. Moreover, I took part in three different classes as a cofacilitator and as I continued my research, I was able to include further stories and examples to
illustrate points throughout the lecture. My participation in these classes was vital to my research
and as a means to strengthen the collaborative relationship between Lucia, CHWOI, and myself.
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CHW Opinions Regarding the Certification
The participants had mixed feelings regarding the certification. Previous research has examined
the impacts that certification and potential after effects of the institutionalization of the CHW
may have such as the creation of a hierarchy (Arvey & Fernandez 2012, Maupin 2011, Price
2014). These scholars warn, for instance, that hierarchies may develop between workers who
possess credentials versus those who do not or are unable to acquire it. When asked about
negative aspects of the certification, concern regarding the creation of a hierarchy was quickly
evident. Frank mused “I think it’s creating animosity, people are wondering whether what I have
is of value as much. So in a sense that is the hierarchy.” Martha, a CHW who predominantly
worked behind the scenes to promote the workforce stated:

I think eventually, in reality that the certification will take precedence, not that the ones
without cannot get a job, but I feel that at some point the certification – like a degree – at
some point it’s going to take precedence over an employer saying, “Ok, because this
means that this person has been formally trained and passed some kind of an exam.”
There will still be places in the community, the churches, and so forth for those that may
not hold it [the certification], but I would say for many of the upper level or higher
positions in organizations and companies I feel personally that the certification is going
to move up.

Leticia also had a similar feeling toward the certification, referring to it as a double-edged
sword:
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It's a double-edged sword. So certification, before we were just training, which was great,
you had a lot of people trained...Certifying implies something else…if it’s in health care
you have to certify because everybody in health care has to be certified one way or
another. So that [certification] legitimizes that [CHWs] within the context of the health
care system. But what does that mean to a social service agency and what does that mean
to the community itself? So I don’t see it as one level, I think there’s going to be
certification that’s going to be needed and required from the health care setting.

Indeed, the certification now provides the foundational level training needed to be
involved at least within the health care system in the state of Indiana. There was further debate –
left unresolved – whether the certification would be needed for CHWs primarily working within
the social services settings or in a more volunteer capacity with churches or nonprofit
organizations.
Some CHWs were explicit that they felt a certification should not be needed as a
requirement to hold a position. Rhonda, a case manager and CHW, explained that while she
believed the certification would help the workforce gain more legitimacy, she is afraid it may
shut people out of the job. Rhonda asserted that people who speak Spanish and only hold a high
school diploma would be better suited to help particular clients than she is, since she only speaks
English but holds a bachelor’s degree. In this way, employers must be cognizant of the basic
premise of the CHW model – their connection to the community through shared language,
culture, race, education, and class is what makes the model strong.
The cost of the certification classes is also a prohibitive factor for many potential CHWs
(Arvey and Fernandez 2012, Bovbjerg et al. 2013a, Catalani et al. 2009, Nading 2013, Rosenthal

89

et al. 2011). The cost per person is $1,500 – which includes tuition and all materials provided in
the class. This cost is also coupled lost income with the fact that students must take off two
weeks of work in order to complete the course. CHWOI and other training vendors have reached
out to employers and potential employers regarding the potential that certification could have for
their employees and potential employees through paying for them to take the course. This
employer support would mitigate the financial impact to CHWs who go through the course. Jim,
a director at a health organization who oversees two CHWs, explained that even $500 might be
too steep for some. As he stated, “Five hundred dollars might as well be twenty-thousand.”
However, many participants stated that they were satisfied with the certification. Amanda
explained that even though the training had not had a significant impact on her professionally, it
was good to have some officially sanctioned training and a label to what she does (CCHW). She
stated, “I think just being able to tell people I’m a certified community health worker makes
them feel a little bit better about who they are interacting with.” However, Amanda explained
how the class helped her specifically with personal growth. Remarking that she had always been
shy and introverted – two personality traits that might be considered a hindrance to conducting
CHW work – Amanda noted during the photovoice project that the certification course gave her
a newfound sense of confidence.
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Figure 6. “Confidence: A challenge I have had to overcome is not hiding in my shell, and
becoming more confident in myself.”
Her photograph and newfound sense of confidence highlight the transformative nature of
the certification course for some individuals. Although the class had yet to offer professional
assistance, it had already equipped her to better serve in her role as a CHW through personal
growth. Patricia echoed similar sentiments “we’re certified, it’s legitimate, it’s state supported.”
Others believed it would help them find jobs in the future or transition to new positions in stating
that they plan on including it on their resume when applying for new jobs.
Several upskilled CHWs in particular felt the course did not have significant impact on
their work but rather served to “enhance” their skillset. They stated that the certification and
training was a good refresher and also felt a heightened sense of legitimacy. Victoria, a CHW,
felt as though the training boosted her confidence and further motivated her to ensure she was
upholding the qualifications of being a CHW. Vanessa explained that the certification “gives
validation” to the position itself. In this way, upskilled CHWs felt that the certification and
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training as not particularly valuable in terms of adding anything new to their repertoire, but
instead felt the course enhanced their skills and added a layer of legitimacy to their work.

Conclusion: Impacts of Certification
Overall, this certification course was seen as something vital from both an authoritative (i.e.
policy makers, employers, and CHWOI) and a grassroots perspective. Despite the essential
nature of having a course that provides certification, there was nuance related to the related from
both of these perspectives. First, CHWOI and Lucia, while mostly pleased with the content of the
course, still had critiques. Lucia expressed to me and during a joint meeting with
HealthyMidwest that having an additional 10-20 hour component to the course that focused on
teaching some medical terminology would be vital for CHWs – this being especially the case for
those who work primarily in a clinic or hospital setting. Despite some initial uncertainty from
HealthyMidwest in terms of not wanting CHWs to become “too clinical,” they agreed that it
would be a benefit. However, the class has yet to be edited and at the moment it is up to the
individual to take separate classes or study on their own regarding these subjects. Ultimately the
view of from the top was that certification was a necessary step toward garnering further
legitimacy for CHWs and to further spread their awareness.
Second, there was some ambivalence on the part of CHWs as to whether or not the
certification helped them reach either personal growth or legitimacy. While some participants
expressed to me that the course was positive and served as a sort of degree, others felt the class
did not offer enough in-depth skills or served to make them feel any further source of legitimacy
in their position. This was especially true of CHWs who were new or had been unemployed
when finishing the class and then continued to have trouble securing a job. While most generally
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agreed that the certification was a positive item to have, some had not added it to their resume or
email signatures (e.g., name, CCHW). Thus, despite that the grant had a stipulation that CHWs
be placed into paid positions, many employers still were unsure of CHWs and/or how to utilize
them.
Although momentum for the CHW movement had been building in the state through the
work of CHWOI and HealthyMidwest, more work was and is required to place CHWs into paid
positions. This is slowly changing as hospitals and insurance companies have starting hiring
groups of CHWs. While certification can serve as a mode for increased legitimacy from an
authoritative perspective, those who received the certification were more nuanced in their
reception to the certification. CHWOI and HealthyMidwest realize that further awareness needs
to be spread regarding this position along with Medicaid reimbursement to help facilitate the
inclusion of CHWs into the workforce. Certification and reimbursement are two key factors that
CHWOI was banking on in order to facilitate the medical citizenship of these workers within the
professional health care field. Further discussions of these impacts will be covered in Chapters 5
and 6. Lastly, certification and legislating the CHW position is largely spurred by the politics of
care of the government of Indiana. CHWOI has also bought into this construction in order to
help these workers gain further entrée and legitimacy within the broader workforce. However,
this is not without considering the agency of the organization – as Lucia has been an active voice
in policy development that will shape the profession within the state.
The classes also had specific connections back to the moral economies of the students
and upskilled CHWs. Morals and values of CHWs are discussed in the classes – including those
most desirable for individuals to possess to work in this field. Many students described their
connection to religion and how they drew on it as a self-care mechanism and motivator in their
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lives and work. These discussions regarding the need for self-care and for CHWs to be aware of
compassion fatigue and secondary trauma help to ensure students’ ability to continue
participating in the moral economy of care with their clients. If they are unable to take care of
themselves, they will be unable to effectively provide service to their clients – thereby causing a
breakdown in the moral economy. Lastly, there was emphasis on the class that the autonomy of
the client and ensuring that they make the right choices for their health was above that of the
moral drive/values of the CHW. This stance, however, still considered the position of the CHW –
if they encountered a client who wanted to do something that went against their moral fabric,
they would need to ensure the proper step are taken to refer that client to a CHW or medical
professional who could adequately treat the client or provide them with the necessary medical
information
In this way, the morals and values that drive the CHW and is exchanged in their
interactions with clients is not devalued or repressed in the class and/or expected when earning
the certification. Rather, there is official and explicit statements in the class that emphasize the
limits of a CHW – in that, it is ok to refer a client to someone else if they choose to lead a
lifestyle or make a health decision that is incompatible with the moral outlook of the CHW. This
is evident as the class also does discuss such topics as sexual contraception, abortion,
homosexuality, and transgender issues. In this way, the class aimed to teach through reading,
lecture, and classroom activities that a CHW should take pride and comfort in their morals,
religion, and values but not to utilize them in a way that passes judgment, takes away client
autonomy, or causes the CHW to repress their morality.
Overall, this course appeared to have significant value for both new and upskilled CHWs.
Although other trainings had been offered throughout the state, this certification course was the
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first truly in-depth and foundational level training provided. Additionally, the certification itself
served as a potentially crucial legitimizing factor for this workforce. As CHWs gain prominence
across the state and begin working within the health care workforce, the certification can serve as
proof of their training and legitimacy to exist within this environment. As Carmen stated in the
opening quote, the training provided her tools to counter the dense terms and interactions with
medical professionals. Moreover, her ability to gain a sense of foundational knowledge and
legitimacy aids in the facilitation of care through her interpreting work. Aside from the effects of
the certification in the broader workforce, CHWs were already embedded within their
community and actively working to improve the health and wellbeing of their clients. Further
exploration of the motivations, moral obligation, and trusting relationships is crucial to capturing
the lived experience of these workers – especially as steps are taken to integrate this position.
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CHAPTER FOUR:
Exchanging Empowerment: Exploring the Moral Economy of Care of CHWs
Where we are a located, we see the needs are great and that people are feeling helpless and
hopeless…we can break down the barrier. Letting them know that there is hope out there and we
are here to help you in any way that we can. People sometimes feel so defeated that they just
give up and they pursue it no longer. And then a word is said, or somebody’s done something
that they think, “Ok, one more time. I’m going to try one more time and see where it goes.” I
mean, it’s compassion for people because but by the grace of God we could be in the positions
that we find people in.

-Beverly, CHW

The community, the people. The love for people. I really love to work for people in need. [A]ll
different obstacles that I went through after making the decision to stay in the United States by
myself, it really allows me to grow more internally, personally, spiritually, mentally, everything
because due to that experience. Those years of experience having those different obstacles really
strengthened my desire to work for the community, even more everyday that I work as a
community health worker and I see the different types of problems or needs. It completely
continues increasing the desire to be a community health worker to help those people in need.
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-Andrés, CHW, speaking on his motivation to be a community health worker.

What motivates me is that I was in their place. Once I needed an interpreter, I needed a health
navigator, I needed someone that can teach me how to take care of my ear situation. I have an
ENT health condition. Someone took their time to sit down with me and it wasn’t a medical
professional, it was someone in the community. So I said, “Gosh, if it benefitted me, I imagine it
could benefit others also.”

-Maricela, CHW
~~~
These vignettes demonstrate a variety of background and key factors related to the motivations
for pursuing a career as a CHW in Indiana. Andrés and Maricela both point to how they had
originally been in the position that many of the clients they currently help are in. Beverly’s
example points to providing hope to the community through care and linking them to resources.
Beverly’s quote also points to the structural vulnerability that community health workers often
share with community members. Yet, as a CHW, she expands the ability to break down these
barriers (i.e. social determinants of health) and, ultimately, lead to the empowerment of her
community members. It is empowerment that many CHWs explained as a crucial and, ideally,
final stage in helping their community members. This exchange between the worker and client–
whether it be resources, education, advocacy, or a mix of these – for a goal of empowerment
which leads to client self-sufficiency was the primary focus of this relationship. However, this
exchange – comprised of the CHW investing time, energy, and moral drive in the client in
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exchange for client gaining a sense of empowerment – is also shaped by the broader political and
moral economic context of Indiana and the United States.
Understanding the economy of care is vital in order to gain deeper insight into the lived
experience of these workers. This economy is comprised of a variety of moving pieces that
include access to care, structural vulnerability, resources (both directly and indirectly related to
health), morals (both on part of the CHW and broader society), policy, and law. Moreover,
depending on the region, Indiana’s health care needs differ dramatically in terms of resources
available, health issues, and demographic composition of the population. Thus, this landscape
that CHWs navigate is complex and changing – especially in Indiana, a state that has not
formally integrated them into their workforce. The theoretical lens of moral economy is useful in
order to explore the economy of care in which CHWs operate. I draw on Fassin’s (2012, 266)
conception of moral economy, which he defines as “the production, distribution, circulation, and
utilization of moral sentiments, emotions, and values, norms and obligation in the social space.”
Fassin crucially emphasizes that this framework must be placed within historical context and
current social conditions. In this chapter, I demonstrate how the moral economy of care in which
CHWs and their clients operate is shaped by broader political economic forces.
Other anthropologists have demonstrated the utility of applying this theoretical lens to
social and public health issues. Bourgois (1998) utilized moral economy to understand the living
situation of homeless heroin addicts in San Francisco. He demonstrated how public health policy
and law enforcement must understand how the moral economy operates within this population in
order to address their needs. Horton (2015) utilized moral economy to understand social issues
related to identity loan and demonstrate the obligations and sentiments that characterize these
exchanges. Other scholars, such as Götz (2015, 158) have noted the potential for this concept,

98

asserting that moral economy is a “dynamic analytical tool that can illuminate the workings of
civil society in the modern world has yet to be realized.” Thus, utilizing this framework provides
a crucial lens through which to assess the state of prevailing notions of morals that shape laws
and policies as well as at the ground level in how CHWs utilize these conceptions in their
outreach and provision of care and resources.
Anthropological work examining CHWs in other countries have also drawn on the
framework of moral economy (Closser 2015; Maes 2012, 2017; Maes et al. 2015a, 2015b;
Nading 2013; Swartz 2013; Swartz and Colvin 2015). Maes (2012) and Closser (2015) explore
how moral economies are constructed between employers and non-governmental organizations
in terms of how they conceptualize their community health workers. This theoretical lens also
reveals how organizations view financial compensation for community health workers due to
moral conceptions of their role (Closser 2015; Maes 2012). Nading (2013) explores the moral
economy of medical citizenship of brigadistas in Nicaragua in order to illustrate how these
workers are simultaneously a member of the community but also a member of the government
health department in order to enforce state-sanctioned behavior change regarding mosquitoborne diseases. In this way, moral economy is a useful theoretical lens to explore the lived
experiences of CHWs and also combine with other theoretical approaches to elucidate other
findings.
This chapter explores the broader economy of care in which CHWs and their clients are
embedded. It specifically examines the motivations, qualities, and values that shape the moral
economy of care in their outreach. Participants identified a variety of key underlying factors that
nuance their lived experience and work life in Indiana, including race, ethnicity, culture, shared
language, and gender. Additionally, CHWs described the challenges present in their work and
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how they navigate situations in which a client wants to do something that goes against their
moral fabric. Finally, understanding how authoritative stakeholders (e.g., employers, medical
professionals, policy makers) and laws/policies impact this moral economy at the grassroots
level is vital in order to fully contextualize this economy of care.

Key Qualities and Factors Identified in order to be a CHW
Participants identified a number of key qualities and values that are crucial to possess in order to
do community health work. Among the most common factor identified was compassion for the
community. This was the most prevalent factor by far and mentioned in thirty of the forty-six
interviews with CHWs. The other commonly identified factors included empathy, listening
skills, understanding/nonjudgmental, being trustworthy, and knowledgeable (about community
needs, resources, and issues). These qualities were vital in the relationship the CHW would need
to be draw on to foster a relationship with their community and clients. These traits were also
seen as being an innate quality – as long as the individual had compassion, empathy, and were
trustworthy, they could be trained in all of the other necessary skills.
Marcia, an executive director of a health organization and CHW, identified compassion
as the most crucial quality for her employees to possess. She added, “And everything else we can
teach. You come in with something, we can teach you everything else.” Martha also echoed this
sentiment and stated:

I would say just being a genuine person and passion, having a passion for what you do
because you can teach certain things but I don’t think passion is something you can really
teach. Not just say, “I want to be a community health worker” to have a job…but my
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personal feeling is you really have to have a passion and deep roots within a community
to be able to do that.

This was vital in order to be an effective CHW: having not only passion (or being
compassionate) but also the connection to the community. Aside from shared lived experience
and knowledge of the community, without compassion there is no CHW.
Another crucial quality participants identified is the ability to be extroverted. This was
essential for CHWs to possess or at least develop in order to effectively navigate the community,
develop relationships, find resources, and advocate when necessary always at the individual level
and often at the community and societal level. These identified qualities were vital to possess in
the broader moral economy of CHWs as they were necessary to develop relationships but also
demonstrate the compassion, understanding, and empathy in order to lead a client toward
empowerment.
Many participants asserted that they had been a CHW for much longer than the length of
their formal employment. When asked how long they had been a CHW, many stated a formal
and informal length of time. While some may have been working full-time as a CHW for eight
years, for instance, they would add that they had been performing in various capacities for many
years prior to that. Some participants stated they had been doing this work since they were
children. Through their volunteer work and moral obligation to their family, friends, and broader
community, the spirit of the CHW work had been present throughout their lifetime. These
sentiments draw parallels to the ways in which children of immigrants serve as “brokers” for
their parents (Getrich 2019). For these participants, early childhood experiences shaped their
commitment to their current work as a CHW.
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Other participants who had been working in this capacity simply were unaware that there
was a term for this type of work. Some had served as volunteers or worked a similar in a similar
capacity as part-time employees. Adriana, a CHW and interpreter at a hospital, exclaimed, “I just
never knew what it was called!” Here she was referencing the work she had been doing all along.
Thus, aside from a set of qualities and factors, many CHWs identified that the work they have
been doing for a long time had been built up over many years.
Similar to previous work referenced by Bourgois (1998) and Horton (2015), the moral
economy was vital to understand and navigate in order to develop the social bonds between the
worker and their community. As referenced by Martha, in addition to these qualities, it is the
connection to the community that precedes this relationship. In this way, CHWs are in tune with
the needs, issues, and broader moral economy of the community as well as drawing from an
innate facet of personal traits. Nading (2013) also reflects this in examining the moral economy
of medical citizenship of CHWs. Ultimately these qualities were essential for CHWs and CHW
candidates to innately possess in order to develop relationships with their clients and broader
communities.

Trust, Understanding, and Rapport with Clients
The aforementioned qualities identified by CHWs directly filter into their ability to develop trust
and rapport with clients. Drawing on a sense of compassion, extroversion, and a moral obligation
to their communities was vital in fomenting trusting relationships. Andrés emphasized the
importance of developing this level of trust through fostering these qualities:
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There are several qualities. I will say be a dedicated person, honesty, to be a trustworthy
person you have to also show your concern, your credibility, be sincere with the person,
not just because you’re being paid but it’s a combination – you have to be putting
yourself in front of them, open to them, in order for them to be open to you. And
establish that rapport.

The development of trust and rapport were identified as key factors in the ability in not
only understanding the broader situation of a client but also to bring them to a state of
empowerment for themselves. Dean explained that sometimes gaining trust was an initial
challenge to overcome with new clients. He explained the centrality of trust in the relationship
with the client as an initial challenge: “trying to get the people to trust you. Because without the
trust you don’t have anything. Everything else is just the details – you have to have the trust.”
This level of trust, rapport, and understanding were vital facets in the moral economy of care.
Without this circulation of qualities, moral obligation and trust, the CHW will be unable to bring
their client to a level of empowerment.
Some participants described how they sought to foster these connections even after the
workday had ended. They explained how they would not turn off their work cell phone after
hours, in case a client called that was in need. Andrés stated that he would give his personal cell
phone number out – even though doing so was forbidden by his employer – so that clients could
reach out to him after hours. And several others described helping clients or individuals in public
or as a volunteer in their spare time. These extra steps taken by CHWs were key in fostering
connection and demonstrating their commitment to the clients and their communities. Thus, this
connection to the community was cited as a vital component to helping community members was
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at the heart of the moral economy of care. This connection and relationship served as the
foundation through which CHWs could begin to foster the exchange of services and resources in
order to push their clients and community toward empowerment.
However, there was the potential for harm or other ills to tamper with this process.
Participants described how it was vital to maintain a high level of trust or else risk irreparable
harm in their relationships with the client. This was mentioned by several CHWs when
connecting clients to resources and/or making referrals to biomedical professionals and social
service organizations. Successful referrals served to reinforce the bond between the CHW and
the client, but negative referrals reflected poorly and could jeopardize the relationship. Beverly
explained:

You need to be [aware of resources] because I know for a fact that if you’re not on top of
things and you’re dealing with the community and you start telling people things that are
not quite true, believe me when you’re out in the public they’ll [clients/community] be
saying, “Don’t deal with her [the CHW] because she doesn’t really know her job.” And
that’s not what a community health worker wants to hear.

As a result, follow-up was a key component after making a referral. The process of
follow-up in the form of a call or visit was always completed with clients to ensure they were
able to access resources or had appropriate treatment at medical appointments. If there had been
a negative interaction, participants said that it was up to them to advocate and/or connect their
clients with other potential resources. In the case of a positive referral, it strengthened the
relationship. A negative referral could still be resolved as long as the CHW showed their
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commitment to the client through taking appropriate steps to find new resources or a positive
referral. In this way, making referrals and following up were vital steps in maintaining and
building the relationship between worker and client. This interaction was vital in providing a
level of caring on part of the CHW to the client but also that the CHW would draw on their
moral obligation to the client in follow-up (and potentially taking additional steps in terms of
standing up to medical professionals and/or acquiring resources themselves).
In this way these identified qualities, combined with the trusting relationship, were
interwoven in the CHW approach to care. In this case, care was extrapolated to encompass not
only biomedical health but also social wellbeing. While much of the CHW work appears to be
strictly health related, taking into account the constellation of social needs of their clients was
also an important focus. And, by drawing on their in-depth knowledge of the community and its
resources, they worked to actively shape and improve the overall wellbeing of their clients and
community. CHWs were tasked with not only developing deep connections with communities
and clients but also operationalizing their sense of moral obligation and provide appropriate
connections to resources. Martha described how a CHW is:

…someone [that’s] like an octopus. They can take an arm and reach out anywhere and
pull whatever the needs are because they know that community well and they know how
to help that client and their clients trust them because it is someone I can identify with or
the clients and community members can identify with.

Thus, CHWs operationalize not only their morals and values but also draw on this trust in
searching for resources in the pursuit of an improved wellbeing for their client. This leads to the
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next vital component in the moral economy of care of CHWs in the U.S. – the ability to possess
the knowledge of the entire economy of available resources.

“Like an Octopus”: Connecting Clients to the Economy of Resources
Aside from possessing a set of innate qualities and developing rapport and trusting relationships
with clients, CHWs were also tasked with knowing the ins and outs of the economy of resources.
Mark underscored how vital it is to not only know about the resources available but also how to
navigate and effectively relay them to their clients: “It’s about resources too, but if you don’t
know how to communicate those to your clients or how to navigate or utilize them, then you are
ineffective and you won’t succeed as a CHW and neither will your patients.” Beverly’s quote in
the preceding section echoes this especially in that making an improper referral and/or not
following-up can jeopardize the relationship between the worker and their client and, worst of
all, with the broader community. Thereby, many participants spoke at length in interviews about
the need to connect clients and communities to resources.
Moreover, as CHWs stem from a grassroots approach to wellbeing, they can discover and
connect resources in a heavily siloed environment. Leticia argued that CHWs are “connectors”
between the resources and the community: “We know that hospitals and community centers are
sort of siloed and community health workers are out there, they are engaging with providers,
engaging with people, so they are the perfect connectors.” In this way, these workers function
not only to connect their clients and communities to available resources but also are filling gaps
in care and social services due to potential gaps and siloed health care/social services. Martha
also echoed this concept as CHWs as connectors in explaining:
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And that’s where the CHW becomes valuable because each of our CHWs is like a
repository. If it’s something you need and it’s not here, where else can I send you or refer
you to? So that is where CHWs have to be like a little repository of what’s going on
around the whole state pretty much. So it makes it interesting and it’s really rewarding to
know because it makes you search out and see, “Well, Ryan asked for this and we don’t
have it. Where can I get him…”

In her example, CHWs become the database of resources and while they might be most
knowledgeable about the resources in their current area, many are also aware of resources
throughout the state. For many participants, it was up to them to be aware of the plenitude of
resources, their availability and accessibility based on client qualifications, and how to draw on
them for maximum impact on their client’s wellbeing.
Aside from navigating and connecting a landscape of siloed health and social services
resources, participants also discussed a bevy of other challenges regarding resources. They
described experiencing times when a resource was suddenly unavailable, different between
neighboring counties (and, sometimes, between neighboring cities), new resources they were or
had been unaware of, and/or finding out too late about potential resources. Navigating this
complex landscape of resources also made it difficult to have a consortium or database with this
information thereby leading to further issues in knowing the full economy of resources. Thus,
CHWs were tasked with having to outline resources themselves, from their colleagues, calling
information numbers (such as 4-1-1), and possibly finding out about resources from clients.
Clients of CHWs also faced challenges in accessing resources despite many being readily
available. Jane, a CHW with six years of experience who specialized in aiding clients with
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mental health disorders, extrapolated on the concept that too often there is an assumption that
everyone else has the same level of accessibility in society. However, social determinants of
health frequently hamper access for her clients. Jane explained:

It just boils down to there needs to be more resources available and people need to be
able to access [them]. A lot of the clients don’t have regular access to technology. If they
don’t have a phone, how are they going to have a computer, or the internet? How are they
going to have a way to get to the library? The library is not always open 24 hours a day to
use a computer, if you don’t have a library card or you have fines on your library card
you can’t use the computers. People rely too much on everybody having the same access
to everything and that’s not always the case. They need to ask: what is the best way to
communicate with you? Why aren’t you coming in? Why can’t we call you? Why can’t
you call us?

For her clients, primarily in rural northern Indiana, accessing the internet and mobile
phones served as a major barrier. Jane explained that at times she was able to find low-cost
phones and other ways to connect them to the internet. Thus, simply having extensive knowledge
of available resources was not enough, and additional steps had to be taken to connect the client
to the resource.
Despite having an extensive knowledge of the landscape of resources, CHWs also
encountered challenges in this realm. Some participants described learning of resources that had
been present in the community for some time even though they had been previously unaware.
Carmen described how she had been asked by her client, a Mexican immigrant mother, to go
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with her to get eyeglasses for her son at a local supermarket. As Carmen agreed to this, someone
spoke up and described a resource that she had never been aware of:

This literally happened on a trip to Chicago about starting a promotora program. In the
van, somebody said, “You know they can get free glasses through the vision ‘so-and-so
program’ at the school district.” I’m like, “What?!” I literally got on the phone [with her
client] and I was like, “Hold off on that Wal-Mart.” [I] hooked them up with school nurse
who knew the program. Why they didn’t know about it? Probably because something
came by in English or the first day with the teacher in school and that didn’t come up.

This proved frustrating for Carmen, who tirelessly worked to find her clients the
necessary resources. In spite of being deeply connected within the community, it was possible
for CHWs to be unaware of critical resources due to the fluid landscape of resources throughout
the local, county, state, and federal levels. Overall, CHWs approached their clients through
drawing on their innate personal qualities and moral obligations, building a trusting relationship,
knowledge of the available resources, and then connecting clients to resources. This fluid and
shifting environment in which CHWs searched to attain resources was also present at a broader
scale in their daily work life.

Untypical as Typical: A Day in the [Work] Life of a CHW
Participants overwhelmingly described their workday as being anything but typical. I posed the
question, “What does a typical day look like for you?” and the resounding answer was often
laughter followed by, “There’s no such thing!” Marcia exclaimed, “Typical?! No two [days] are
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exactly the same and you don’t know what’s going to happen any given moment.” Beverly
provided an example that encapsulated what many CHWs in Indiana experience when starting
the workday:

There is no typical day, there’s no typical day. Anything can happen. You have your
mind set on one thing, you have your day planned. And there’s always something that
comes up. I have my day planned today, I had unexpected people come in to want to talk
to me today about our programs – unscheduled – just walk in – so there is no typical day.
You have to be flexible. Because there are wants and things that people need – things that
come up. And if you’re not flexible it can really make you a little batty. You can get a bit
frustrated too because things happen. People need things, they call with different things
that they need and you have to stop what you’re doing and kind of investigate because
you can feel the urgency in their voice that they need something. And if we can help
them, you’ve got to drop what you’re doing and see if you can help them. So there’s no
typical day, no.

Planning for the unexpected and being flexible was a vital component a CHW’s workday.
Flexibility was even mentioned by some participants as an important innate quality for CHWs to
possess. They encountered a variety of unique circumstances throughout any given day of work.
Drawing on their extensive knowledge of the community and resources was crucial as a means to
effectively aid their clients and get through a day of work. Finally, participants also viewed being
flexible as a form of self-care as they were able to plan for uncertainty regardless of what they
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had planned to accomplish on a given day. Thus, in many cases, the daily work life of the CHW
mirrored the fluidity of the resources.
CHWs also identified their community outreach and overall presence within the
community as vital within their daily work routine. This is a facet of the CHW role that is
distinct from other members of the biomedical care team and vitally important as a missing gap
in the provision of care. Moreover, community outreach provided the crucial connection and
fostering of trusting relationships between CHWs and their clients. Beverly described how her
intimate connection with the community is a key component in addressing the health needs of
her community.

You’re in the trenches with them so you understand it [the lives of the patients], the
doctors are on top of the hill while you are in the valley. You’re [the patients] like cattle,
they’re [the doctors] just pushing you through – well CHWs take that time to understand
their [the patients’] issues. CHWs will ask, “Why are you sick?” Well, there are issues in
their house…doctors only want to know the symptoms, they don’t want to know the
causes.

As illustrated in her example, this critical connection and grassroots level approach to
care can address the underlying causes of health issues experienced by clients – especially those
caused by social determinants of health. These are the issues that would be missed or likely not
addressed in the appointment with the medical professional or discovered much later through the
course of care. This sentiment was also echoed by Alisha, who described her approach to her
work as “ “journey[ing] with people.” She would become involved in her patients’ lives in
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helping to connect them with necessary resources and in pursuit of their empowerment. Alisha
described how the connection in the community was vital and stated:

I was the eyes and ears for that doctor to say, “Well guess what, I went to the home and
they’re actually hoarders and they have their needles everywhere and we need to get
some other services in there. I need to get Area Agency on Aging over there and I need to
do this…” So not only was I connecting with the health side of it, I was also connected
with the social service side of it to making sure that the patient was as healthy as they
could possibly be.

In this way, Alisha was able to effectively relay information to medical professionals
about the home life of the client and connect them with relevant social services to aid them in
their health. This outreach and connection with the community serves a pillar in the CHW model
and ranks as a top contribution that this position offers the medical community. While CHWs
employed in clinics or in social services organization may spend a part of their job in the clinic,
being able to access and do community outreach is a vital component of their work life.
Although this can be seen as one way of extending the biomedical reach into the
community, CHWs do more than extend this authoritative medical gaze; they do it in through
their own lens of compassion and understanding. This concept is encapsulated in the work by
Nading (2013) who explored how brigadistas in Nicaragua served to biomedically “discipline”
their neighbors to participate in behavioral changes to mitigate the spread of mosquito-borne
disease, while at the same time taking a compassionate approach in doing so – and questioning
the extent of this “hygienic discipline.” This conception also bridges two of reified conceptions
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of CHWs described as either “extension agents” [of biomedicine] or “agents of change”
described by Colvin and Swartz (2015). This struggle is noted earlier in the dissertation, as
Valeria explained how in biomedicine, patients are told to follow a treatment plan instead of
being shown how to do so. Although CHWs extend the biomedical reach, their participation in
the broader moral economy of care reinforces their commitment to the community – promoting
compassion, through witnessing, and true translation of the steps needed to improve health and
wellbeing.
This witnessing practiced by CHWs in the study is aligned with that described by
Davenport (2000). In her research, she followed medical students who volunteered at a studentrun clinic for the homeless. This instilled students with the practice of “witnessing,” which
emphasized being nonjudgmental, acknowledging the life of the patient, and focusing attention
on that the students provided care for the patient. Davenport (2000, 317) asserts that witnessing
“is also seen as a way to counter the symbolic violence of the medical gaze.” As CHWs also
employ this same modus operandi, they are able to subvert the medical gaze and serve as an
additional source of support and understanding for their clientele.
Moreover, they address the social determinants of health and connect their clients to
social services and other resources. Addressing these barriers is a vital contribution CHWs make
in the broader health care landscape and, in doing so, open new opportunities for their clients.
Drawing on their qualities and trusting relationships, CHWs coach their clients and lead them
toward empowerment. Beverly summed up this idea:
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We are in the mud with the people. We are right there in the trenches with them. Helping
them, letting them know that we understand a lot about what they are going through. We
are out there talking to people and listening to them.

This outreach and connection to the community was vital in fostering relationships and
providing effective health outcomes for the clients and broader community. The majority of
participants, regardless if employed in a biomedical, social services, or volunteer organization,
described the centrality of community outreach as a means to reach and positively alter the
wellbeing of their clients.
Aside from the qualities and skills identified by CHWs, many drew inspiration from
either a religious, caring, and/or moral standpoint to guide them in their work. Many of the
participants described being motivated from via a religious conviction and often referenced God
and ministering to the people – despite focusing on health and social services in their actual work
with clients. Other participants were motivated out of place of understanding and wanting clients
to live their healthiest life possible. Mark, a paramedic/CHW, described his daily outreach to the
community in the photovoice component of this project. During the photovoice discussion, he
showed this photograph and the following caption (see Figure 7):
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Figure 7. “Each of these doors, stairs, and halls have afforded me an opportunity…to meet a
neighbor in need, in need of something, something that is always different, different but
enlightening. Regardless of who is behind that door, up those stairs, or down the hall, these
doors, stairs, and halls are thresholds to new relationships, steps to stronger communities and
paths to healthier neighbors. Being a community health worker is not a duty, it is an opportunity
to open closed doors, lift people to new heights, and brighten dimly lit halls – just like these
doors, stairs, and halls have afforded me an opportunity.”
Mark’s conception of being a CHW is “opportunity” rather than a “duty” was a unique
expression of his view of this position. His caption also encapsulates the vital work that is carried
out through community outreach. As a CHW, he is able to reach out to people that are missed by
the biomedical reach and seek to help them access the resources they need and also toward
empowerment. Participants often cited this step toward empowerment as the end-goal of a client
relationship and a crucial contribution CHWs can make to the broader health care and social
justice landscape in the U.S.
Many participants cited religion as a vital impetus for their work and a source of strength
and motivation as a CHW. This religiosity also strengthened their commitment and moral
obligation to their clients and broader community. Furthermore, their connection to religion also
served to justify fulfilling the needs of their communities. This concept was especially important
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given the politically conservative nature of Indiana, where religion plays an important role in
everyday life and frequently flows into the realm of policy. Some participants considered
themselves to be “doing God’s work” by improving the lives of their clients – ironically many of
whom may have been denied health care or access to social services (e.g., Medicaid, CHIP,
access to health care) by the same religious conservative politicians in Indiana. However, for
them, fulfilling the work of God as a CHW did not mean proselytization. CHWs were
encouraged to draw on their religiosity as a source of strength, resilience, and motivation but not
as a source of judgment or to espouse conversion.
Overall, the work life of CHWs was one of uncertainty and flexibility. Mentally
preparing for the unknown on a day-to-day basis was vital to the nature of the work. This
preparation also was a means of coping for the CHW to help them through their workday. The
ability for the participants to be embedded within the community was identified as a vital
component to fostering connections and trust with their clients. Aside from the flux of their work
life and landscape of resources, CHWs drew on a variety of inspiration including religious,
moral, and caring perspectives. This moral and/or religious foundation was a vital source of
motivation and helped direct the purpose of the worker while also ensuring a focus on client
wellbeing and not one of proselytization. Building on the qualities, trust/rapport, knowledge of
resources, and presence within the community was crucial as CHWs worked to empower their
clients.

Exchanging Empowerment: From Reliance to Self-Sufficiency
Participants throughout interviews described empowerment of their clients and the community as
the ultimate goal of their work. As CHWs come from and work with marginalized populations,
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they discussed how their clients have a variety of social determinants of health that may prevent
them from achieving control over their health and overall wellbeing. Participants also described
that some clients may just not realize what to do or how they can improve their health. Thus, a
moral economic relationship was fostered between the CHW and their client and broader
community – that of exchanging time, values, motivation, and resources in turn for
empowerment on the part of the client. The exchange is completed – at least for the moment –
when the client achieves a level of self-sufficiency and empowerment and CHWs gain a sense of
satisfaction in seeing this personal growth.
At the outset, this relationship was one of client reliance on the worker. This was to be
expected as the CHW provided health education, resources, and/or advocacy in order to provide
the necessary assistance to the client. As the CHW continued to aid the client, there was an
expectation that the client would take more and more of a lead in his or her own health and life
decisions. Participants described how they would always be there for the client to rely on and get
additional help but working toward empowerment was the ultimate goal. Bianca stated, “The
most important part of being a community health worker is empowering the client – showing
worth and dignity to the client and equipping them to improve their whole health.”
This was seen through various activities and actions of CHWs. Participants described
making calls on behalf of clients to schedule appointments at various medical and nonmedical
places, such as calling medical professionals or insurance companies. Usually the CHW
described placing a three-way call that included the client and would slowly take a less forward
role in the encounter. They would help coach the client and, eventually, the client would make
the call themselves. Rhonda, a CHW, explained that she would make the call to the doctor or
insurance company and introduce herself and then allow the client to take over the conversation
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in order to help them develop the skills necessary to gain a sense of empowerment. If need be,
CHWs would also follow-up with their client and take additional action if necessary to further
help the client.
This expectation of an exchange of empowerment as the transaction that occurs within
the moral economy of care between CHWs and clients/community was a central facet. CHWs,
while always putting the needs of their clients and community at the forefront, expected
empowerment as the transaction given back to them following the provision of aid, education,
resources, and any other necessary items. This moral economy is influenced by the broader
neoliberal economic environment, in which the larger structures in which CHWs operate demand
some return on investment. In this case, the CHW invests in the client (and often the broader
community), this sense of care and moral obligation to the client is transformed into their work
in which they perform actions or attain resources so that the client may not only improve their
health but ultimately become empowered in their life and living situation.
This is seen in how CHWs described not just giving away tools and resources to improve
health and overcome social determinants of health, but seeing clients put to use this education
and advocacy on their behalf. While shadowing Andrés as he worked in
his community, he spoke to me about the importance of not just providing resources but “guiding
them to help themselves” and offering tools to lead to their own empowerment. In this way,
participants not only wanted to see their clients lead healthier and more fulfilling lives but also
put to practice these new skills and resources in order to become empowered.
Isabella also described how sometimes for clients to become empowered means helping
them realize that all they need is to come to the realization that their problem requires a small
solution. In this way, Isabella functioned as an informal counselor, helping a client reassess and
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view their issue from a different angle. She displayed the following photograph in order to
answer “what is an impact you have had as a CHW?”

Figure 8. “A clearer picture can be seen when blindfolds have been removed.”
In her quest to empower clients to overcome the health and social issues in their lives,
Isabella felt that one of her main responsibilities in the economy of care was to bring clients to
this realization. She further explained her photograph and caption:

I feel like this picture as you walk closer to the water, you are able to see the clear skies,
you are able to see and breathe pure air and…personally I feel that and I know that our
clients feel the same way when that blindfold is removed and I feel very blessed to have
the honor and the opportunity to help them sometimes see a little clearer.
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Isabella emphasized that her role thus was to help clients reassess their current issues but
also push them toward taking a minor step toward addressing it. In doing so, she stressed, the
blindfold is removed and clients gain a sense of empowerment and self-sufficiency.
However, some participants described how it was apparent that some clients do not want
to become empowered. These clients would rather have them continue taking the necessary steps
and would simply not put into practice the skills learned from the CHW’s coaching. While
shadowing Isabella, she explained to me how she had been frustrated to certain degree by her
clients. She had been coaching them and given them the tools to succeed in seeing doctors and
getting prescriptions but that her clients had been relying on her to see about getting a refill.
Isabella described how she is unsure what to do to push her clients to empower themselves. In
spite of this, Isabella explained how she would still help them but also sought out new ways to
lead her client to empowerment.
Ultimately, in order to foster this exchange of empowerment within the moral economy
of care, CHWs had to be cognizant of the myriad of resources in addition to drawing on their
moral obligation and qualities. After developing rapport and a trusting relationship with their
client(s) and broader community, CHWs could begin the exchange of empowerment with their
clients. However, there were several mitigating factors that could help or hinder this push toward
empowerment. These are related to ethnicity, race, gender, and whether or not the client wanted
to do something that went against the morals and/or values of the CHW.

The Impact of Race and Ethnicity in the Exchange of Empowerment
Shared race and ethnicity were prevalent in the relationship between the CHW and their client
and broader community. While sharing the same racial or ethnic background is not a prerequisite

120

to being a CHW, many participants argued that it does help foster the relationships. Beverly
candidly expressed her opinion on how race impacts empowerment:

Because you’re part of the community, you know the needs of the community another
part is you look like them. You kind of know their struggles…and they know that you are
not just there to sugar coat anything…I found that in my years of training that people tend
to want to be empowered to do things when they know and they see people that look like
them.

In this way, sharing the same racial or ethnic background served as a facilitator in helping
clients reach empowerment. At the same time, CHWs stressed that they would never
discriminate or only serve clients of the same racial and/or ethnic background. In this way,
CHWs could draw on their shared background as a means to help clients want to become
empowered and help them fulfill it.
Drawing on a shared racial and ethnic background was also vital in the exchange of care
for empowerment. CHWs who shared this background with their clients demonstrated how they
have been able to overcome their shared structural vulnerability and serve as a positive role
model for their clients. This is also seen as workers often shared a similar education and social
class position as their clients. Thus, aside from the services and resources rendered by the CHW,
they were able to demonstrate how they have been able to overcome structural obstacles to
achieve health and the position they have.
This shared ethnic background was especially important for immigrants and Spanishspeaking clients served by CHWs. Magdalena, a volunteer CHW and English as a Second
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Language (ESL) teaching assistant, stated, “I try to help people because at one point I was like
them when I came to the U.S. 23 years ago and I got the help I needed. I’m thankful. I have been
in their shoes.” Interacting with a CHW who shares an immigrant experience and/or speaks the
same language was a vital means of not only building a trusting relationship but also as a means
to help address health and social issues experienced by this vulnerable population.
However, sharing the same racial or ethnic background does not always imply that an
immediate connection or rapport can be attained. Beverly explained how a friend, who is also a
medical professional and person of color, related to her how the classic garb of medical
professionals can negatively impact their interaction with patients:

…when they [medical professionals] wear their white coat…and they go into a poor
community, the community sometimes shuts down, because they figure that you think
you’re higher than them – even though you look like them. And so…I think we [CHWs]
have an understanding, not that that person doesn’t have an understanding because they
do, but it’s their mindset. They [the clients] feel intimidated just by that coat.

Beverly’s quote emphasizes that sharing the same racial or ethnic background does not
always serve as a means to connect with the client if the individual has advanced training.
Thereby, she emphasizes the impact of education and socioeconomic background in the
relationship between the CHW and client. This also highlights the unique connections CHWs
possess (through race/ethnicity, education, and socioeconomic status) that may be lost through
advanced education and medical training.
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Carl Rush, a leading expert on CHWs in the United States, explained during our
interview how the shared racial/ethnic background, structural vulnerability, and/or life
experiences are (and should count as) qualifications to serve as a CHW. Rush argued that despite
a CHW not having a lengthy work experience overall, the fact that they have coped with similar
stresses and have had shared life experienced is part of what qualifies them for this type of work.
In this way, Rush asserted that their life experience is the principle qualification as a CHW.
Having dealt with poverty, differential access to resources, addiction, mental health issues,
and/or experience with discrimination and racism are crucial aspects that shape their positionality
and empathy in this position.
Alisha expounded on the how sharing the same race and ethnicity can be beneficial to her
clients:

What does it look like having a Black family or African American family or whatever,
and all you see is the white coats or White people, White people, White people all the
time? Like I want to be able to relate to somebody else who really understands me, who
really understands me.

Beverly also spoke candidly in critiquing outsiders who come into the community in
order to “help” and who also do not share a similar racial and/or ethnic background. Beverly
argued:

You get someone who wants to come in [to our organization] and give you classes and
they’ve never been in the trenches. So you wrote a program and you have no idea how –
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you’ve never even been to the trenches. How are you going to sit there and try to help
someone and you’ve never been where they are? You never have to deal trying to figure
out how your child is going to get milk or how to keep the heat on. You have now clue
why they can’t go to the doctor – because they have no transportation! Honestly, you
can’t be White and come and tell me how to do things. You haven’t been in my shoes. Of
course people aren’t going to listen to you!

These quotes from Beverly and Alisha stressed that programs crafted by community
outsiders must include some people at the grassroots level in order to become successful. This is
especially important considering that CHWs share the same structural vulnerabilities as their
community members and can draw on these in making deep connections that facilitate health and
wellbeing. Other CHWs drew on their own experiences with addiction, mental health, and/or
incarceration to help reach out and connect with clients. This stresses the community and life
experience knowledge that the CHW possesses and how it forms a crucial component to
implementing a successful health outreach program in addition to the connection that shared
race/ethnicity can foster.
However, participants expressed being able to serve and advocate for clients and
communities outside of their racial and ethnic backgrounds. During a focus group interview,
Carmen explained that all clients and CHWs can find a connection, regardless of racial and
ethnic background, but that ideally the CHW should come from within said community:

If people have a distance at first…but when they see that you really care, Black folks
some White folks telling us all about how unhealthy their lives are and we’re like ‘oh
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what is this White person talking about?’ – 15 minutes later – “Girl! That’s what just
happened to me!’ And once you’re in they will go out in the street and kill for you. Once
you get past that little thing. But ideally I would say yes, from your own community is
better. I’ve been trying to replace myself since I got this job [laughter]!

As a fluent Spanish speaker who has spent time living in Mexico but from an African
American background, Carmen fills a need in her local community as an interpreter but has
worked to replace her own job with someone from the Latino community. She explained how
she helped to craft the promotora program in the medium-sized city in Indiana where she resides.
Carmen explained that she tried to select Mexican women to serve as promotoras but many of
them were undocumented, and thus were unable to be employed. Carmen emphasized that crosscultural work is possible as long as “you don’t have a problem with somebody.” Instead, she
draws on her language fluency and actively tries to learn about the home states of the Mexican
immigrants she serves as an additional way to foster connections with clients.
Finally, Martha explained the benefits of CHWs and how they can affect the health of
communities of color and provide job development:

Well, we believe that CHWs are the new way of assisting and providing health care
services to all populations, but especially populations of color. America is changing, and
people want to be cared for and educated by people that look like them and this is a good
way to increase employment for the population that we are serving, it is a good way to
integrate the health care system to make it more like the population that we serve and it is
an excellent way to provide services to all populations.
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In this way, Martha argues that CHWs are equally as effective in populations of any
racial or ethnic backgrounds but are especially so for populations of color. Further integration of
CHWs into the workforce can further impact and empower communities of color and strive
toward health equity. Overall, this racial and ethnic concordance, that is, sharing the same
racial/ethnic background between individuals in a provider-client relationship, was seen as a
positive factor by participants.
Despite CHW assertions that racial and ethnic concordance served to produce positive
connections and outcomes with clients, there is evidence that contradicts that this may always be
the case. For instance, several studies have demonstrated that racial concordance between
physician (i.e. medical doctor) and patient produces little to no positive outcomes or has the
potential to cause a negative effect. Blanchard et al. (2007) found racial concordance between
physician and client was not always be a positive factor. In their study, Latino patients were
more likely to report “being treated with disrespect” if their provider was of the same
racial/ethnic background. However, these feelings were stratified between racial groups, with
Asian and White respondents less likely to report being treated unfairly if racially concordant
with their provider. Blanchard et al. ultimately assert that cultural concordance and
sociodemographic factors must be accounted for in the provider-client relationship.
Kumar et al. (2009) conducted a similar study examining a community-based sample of
Black and White patients. Their study explored the perceived quality of care by respondents in
relation to race concordance with their physician, finding that race concordance had no bearing
on perceived quality of care for neither White or Black patients after controlling for income, sex,
age, insurance status, type of insurance, and education. Ultimately, their results revealed that for
White patients, only education, income, and insurance status were associated with perceived
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quality of care, while Black patients associated higher satisfaction of perceived quality of care
with education.
Meghani et al. (2009) conducted a comprehensive literature review to assess if race
concordance between provider and client was associated with improved health outcomes for
minorities. Out of twenty-seven studies analyzed, only nine demonstrated positive outcomes.
Meghani et al. note that even among these nine studies, the positive health outcomes were not
necessarily substantial. The other studies produced mixed findings or no association between
race-concordance and positive health outcomes. They conclude that race-concordance and its
impact on positive health outcomes for minorities is currently inconclusive.
For Latino and Black patients, shared language and communication skills – rather than
race/ethnic concordance – have proven to result in positive health outcomes. Manson (1988) and
Traylor et al. (2010) demonstrated positive health outcomes for Spanish-speaking Latino patients
in taking asthma and cardiovascular disease medication, respectively. In their study assessing
disclosure of depression between physician and Afro-Caribbean patients, Adams et al. (2015)
revealed that communication style was more significant compared to race concordance. Their
study demonstrated that physicians with a “high patient centered” communication style produced
a better patient experiences. Lastly, Schoenthaler et al. (2012) also demonstrated positive health
outcomes in a collaborative and communicative relationship between physician and patient in a
race discordant relationship while less collaboration produced poorer outcomes. They also
showcased that race concordance did not produce significant health outcomes in their study.
Critically, Blanchard et al. (2007) assert that considering the diversity of the ancillary
medical team (e.g., nurses, receptionists, and, potentially CHWs) could be a mitigating factor on
perception of care. Similarly, Meghani et al. (2009) note that in their review of the literature, the
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majority of the studies studied race concordance between the physician-patient and not with
other staff members; thus limiting our understanding of race concordance with other providers.
While participants in this study asserted the positive outcomes of a shared background with
clients, it should be kept in mind that race, ethnicity, and other sociodemographic factors also
factor in to the provider-client experience.
At the time of writing, no known studies had been published regarding race concordance
and CHWs. Moreover, few studies have been published that have assessed the role of ancillary
staff and race concordance (Blanchard et al. 2007, Charlot et al. 2015). Charlot et al. (2015)
explored the navigator-patient race and language concordance in cancer screening,
demonstrating that race and language concordance was a significant factor in getting patients
screened for cancer. Perhaps the fact that most of the participants in this study existed outside the
realm of the health care team in addition to often sharing cultural, language, gender, education,
and socioeconomic concordance as their clients further served as a source of connection between
CHW and client.

Gender in the Moral Exchange of Care
Research participants also described to a lesser extent the impact of gender in their approaches to
care. CHWs in this sample were majority female (n=37, 79 percent) compared to male (n=10, 21
percent). This is unsurprising and often found in scholarly work on CHWs and is also reflective
of trends in other countries (Closser 2015; Maes 2012, 2015a, 2015b, 2016; Maes and Kalofonos
2013; Maes and Shifferaw 2011; Maes et al. 2014; Maes et al. 2015a, 2015b; Ramirez-Valles
1998). Villa-Torres et al. (2015) surveyed Latino men in North Carolina in order to understand
their view toward CHW work as well as the impacts CHW training could have on men’s health.
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Their study found that Latino men often were unwilling to participate in CHW programs due to
conceptions of traditional gender norms, immigration status, and being unable to engage in
unpaid work. This study highlights the need to understand how gender facilitates or prohibits
participation in the utilization of CHW services. Participants in this study, however, described
being able to help anyone regardless of race, ethnicity, and another gender as much as possible,
with some caveats.
Some participants described that being the same gender can facilitate establishing trusting
relationships faster. Alejandra, a CHW, stated “También, it [being the same gender] helps too,
between women it makes it easier and easier to trust…it’s more closed with a man, with women
and women they tell you more. You learn a lot more when it’s a woman.” Martha explained that
training men as CHWs is one way to connect to male populations, specifically. She stated, “And
that’s good [having the two men trained] because there are some clients that do better with
someone like them, you know, ‘I don’t want a lady’ or whatever because they may have things
they don’t want to privy up on.” Thus, similar to race and ethnicity, having clients of the same
gender can be vital in providing care that connects on a different level.
Carmen recounted having to help middle-aged Latino male clients at doctor’s
appointments regarding their sexual health. She explained that in these cases she draws on her
training as a scientist and tries “to be friendly without being dry.” Carmen had to be present and
help translate for men who were experiencing erectile dysfunction, prostate issues, and whether
or not certain medicines would produce side effects that could impact his sex life. In her role, she
explained to the patient about HIPAA and that all information in this appointment is confidential.
However, she did note that these interactions could be different if she were a younger woman.
Carmen explained that even for her oldest male client, she is at least 10 years older than him and
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thus is likely not thought of as a sexual partner – which she described as the “grandma effect.” In
this way, age helped to play a mitigating role in helping clients of different genders in their
health needs.
Isabella explained how she helps male Latino clients in her work as a CHW. Although it
can be initially challenging to help some, she has developed methods to provide care for these
clients. In these cases, she describes drawing on her training as a CHW to develop a relationship
to demonstrate that she truly cares about their health. She stated:

I have several males that I serve here and I do feel a little bit of resistance, in the
beginning a lot of resistance, but now after building more rapport with them and making
sure that they were ok, they started to see that, “Ok, yeah, she cares, I’ll let her in.” And
now they feel more comfortable talking to me about how they are feeling and their
symptoms and needs are. I get a lot of embraces and “thank yous” and no flowers yet
[laughter]. The women too, a lot of them are very, very thankful…they appreciate the
time I spend with them just listening to them. And there are just stories of their children
and how work is stressful and really kind of outside conversation that is not related to
their health I listen to and let them know that I care.

Thus despite finding resistance initially from some male clients, Isabella is still able to
develop a trusting relationship and demonstrates that she truly cares for their wellbeing.
However, she expanded with another example of how she approaches uncomfortable situations
with male clients.
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I guess at times…it can be uncomfortable if I’m serving a male, but I have to set it aside
and not see them as a gender but as a human that needs help. If I start feeling that
sometimes men, the Latino men, they give you that stare or wrong hug that makes you
feel dirty and it’s like, “Ok, alright, how do I serve this person?” I’ve learned to have
tunnel vision and not see that, if they want to be dirty or perverted “ok,” but I’m not
going to allow that from not giving them the best attention they need. I think it’d be nice
[to have more male CHWs] but sometimes the males they don’t like to help each other
because they feel weird because they don’t like discussing the personal private things.

In this way, Isabella has developed a strategy for overcoming inappropriate interactions
with clients that keeps her centered on providing care to them – not as a male client, but as a
human in need. She also describes how it would be nice to have more male CHWs but that she is
unsure how it would translate to care since males tend to be private about health and other
personal topics. Dean, a CHW in his 60s, primarily works with an elderly client base. He
explained that, from a religious standpoint, he cannot get too involved with female clients such
as going into their apartment and talking with them one-on-one. Dean also explained that for his
male elderly clients, they do not often ask for help and, if he tries to reach out too much, that the
elderly in general tend to withdraw. For the male clients, Dean stated that this appears to be the
“John Wayne syndrome,” and explained that male clients will often even refuse transportation
(which, in Dean’s case he is able to provide) and instead will try to pay for a taxi or seek help on
their own volition. Thus, depending on the situation and context, working for a client of another
gender can hinder care.
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For other participants, depending on the situation, being a different gender may present
issues that could be considered inappropriate. These examples demonstrate how CHWs in
Indiana navigate providing care to another gender. In these cases, there were times when serving
a client of a different gender was inappropriate and thus sought out other services to fully aid the
client – usually through referral to another CHW. Other times, participants drew on other factors
in their life relating to age in order to help individuals of another gender. While this topic was
overall addressed much less than race and ethnicity, CHWs still described how it impacted their
work and how they navigated it. This is also mitigated by the appropriateness of the encounter,
thereby reflecting on the broader moral economy of care. This was also viewed as CHWs
navigated how to approach care when their client wanted to do something that went against their
own personal morals and values.

When Clients’ Needs Go Against the Morals of the CHW
Sometimes, depending on the needs and desires of the client, CHWs encountered situations that
could impact their ability to provide effective care. Examples of topics that might challenge their
morals or values include: abortion, drug abuse, issues in interpersonal relationships (i.e. intimate
partner violence), LBGTQ+ issues, and contraceptive use. However, it was emphasized by
CHWs and during the certification course that the health of the client supersedes personal
religious and moral concerns. The client should be informed, counseled, and have appropriate
referrals, but their autonomy should be at the forefront of the interaction. And, if the CHW had a
hard time reconciling the needs of their client against their morality, the client must be referred
to another person who can help them access the appropriate resources. Participants had a variety
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of strategies and responses when helping a client with an issue that challenged their personal
moral foundation.
Participants typically described trying to find a solution that would provide the client
with positive and healthy options and respect their autonomy while at the same time not
compromising the morals and values of the CHW. Carmen stated her approach is one that “tr[ies]
to focus on what needs I can meet for that person without trying to run their life.” Andrés
expressed a similar viewpoint in stating:

First of all, my approach is just to let them know that I’m trying to understand the way
they do things but I also let them know my limitations in what I do and what kind of
morals and values and principles I have and that I’m also trying to be respectful and
trying to focus on the problem in the situation.

These examples demonstrate how CHWs are concerned that their client is respected, that
they understand their client’s needs, but that as CHWs they have limitations as well. Camila
explained that in helping women make choices regarding their sexual health and pregnancy, that
they have other opportunities but that their choice is ultimately up to them:

It’s not my scope of practice to try to change anything in them but to say, “Hey, you have
a future, study for your future, want more out of your future. You probably don’t want
kids now but in the future – because you will be more prepared to take care of your kids.”
And reduce the percentage of kids going back and forth in drugs or other bad behaviors.
“It’s ok, you have many options here” [in the United States].
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Camila’s approach shows how she does not want to necessarily “change anything” in the
client but still try to empower them to see a different future than the one they are considering.
Gabriella also tried an approach in which she tried to get her clients to see how a certain decision
might impact their future:

Hmm. I’ve had that [a client wanted to do something against her morals]. I had that with
a person that wanted to seek out an abortion. I mean that definitely goes against my
personal morals but I just really try to help them understand not only what their choice is
for the moment but I ask the clients can you live with this choice six months, six years
away? Are you going to be able to handle what you made a decision on? I try to bring
that kind of perspective not that, I mean it could be a good choice, I mean is this
something I can live with? And I tell people that a lot, especially when end-of-life is
something that you can live with when it comes to the family that when you’re forcing
your parents to make a decision on care that they don’t want, can you live with that? So, I
would say that’s probably the biggest is: can you live with it? See a longer span. I find
that a lot of people in crisis or in poverty have short-range view. Their view is immediate
because they are in crisis…so I think part of my job is to expand that horizon so I say,
“Ok, let’s look at it from a different angle.”

While some participants attempted to help a client when they considered a topic that went
against their morals, for others this meant a suspension of service depending on the action being
taken by the client. However, these CHWs would help connect their clients to the appropriate
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medical professional and then would step aside and thereby remove themselves from the
morally/religiously objectionable action to be taken by the client. CHWs would be willing to
offer their opinion to the client but always respected the agency of the client. In this way,
participants navigated the moral economy of care but also ensured that the client received the
counsel and care they needed from an appropriate medical professional.
Moreover, during the certification course, there was an emphasis that CHWs must be
willing to care from people from all walks of life – including race, ethnicity, gender, and
sexuality. While many participants strongly identified with religion and referenced their
religiosity during interviews, they were aware of LBGTQ+ issues and were open to issues such
as contraception. They were also trained that if they felt they could not effectively aid a client
based on moral conflict, that the client should be transferred to another CHW and/or medical
professional that could offer appropriate care. Thus, CHWs were trained how to navigate the
moral economy of care and ensure that the health, wellbeing, and autonomy of the client
superseded moral differences.
For some CHWs, their connection to their religious standpoint strongly swayed their
conviction when helping clients. Beverly stated:

We don’t do that [something against the morals/values]. If it’s against my morals, I will
let them know. I haven’t ran across that gap, but I have to answer to God. I don’t do
something that is against his will. I will explain to you [the client] why I won’t, but it
won’t be me…And I’m not going to disrespect what you want to do but if it’s against my
personal morals I won’t do it. I will give you a reason but I’m not going to discuss how
you see it because it’s not going to sway me. Because if I sway on that, I’ll sway on

135

anything.

In this case, Beverly felt that if she were flexible in her moral resolve, it may cause her to
potentially sway on other issues. Still, she states that she respects the agency of the individual
and will not deride their choice but within her moral economy of care, she cannot proceed with
the choice of the client. Similarly, Dean expressed his view on needing to step aside. “I would
tell them that I want to help you, but I have a certain belief that prevents me from doing it this
time but I can and will arrange for you to meet with another person that might be of your same
beliefs that would not present a problem.” Bob, a cross-trained paramedic and CHW, described
an example of how he approached helping a client who wanted to do something that went against
his morals:

I’ve had that on the ambulance before – [patient]: “No, I don’t want to go to the
hospital.” [Bob]: “You are going to die, you are literally going to die if you don’t go.”
[patient]: “I don’t care.” You know, you can’t kidnap them, if they’re of sound mind and
they want to stay there and die, you just can’t kidnap them. Now, does that morally go
against my feelings – hell yes!

He added, “I may not agree with it [the option they are considering], but at least I can try
to let them know here is the healthiest way or safest to go about it, at least try to go through a
physician.” Bob’s example further demonstrates how despite not agreeing with the option that
the client wants to take that he leaves the autonomy to them and ensures they go through a
medical professional in making this decision.
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Overall, despite potential for disagreement with client choices, CHWs in the study were
keen to suspend their morals and values in order to ensure that clients received the best counsel
and treatment for their own health. In the case that the worker cannot proceed with the choices of
a client, they remove themselves from the situation and recommend a different CHW or health
professional who can adequately fulfill the needs of said client. In this way, the participants
navigated their own morals within the economy of care with an additional emphasis on ensuring
their client’s health is always at the focus of this economy.

Frustrations and Challenges in the Landscape of Care
There are a wide range of frustrations, barriers, and challenges encountered by CHWs as they
operate within the landscape of care in Indiana. Challenges ranged from issues encountered by
clients and the broader community, broader structural issues, and problems within the workforce
itself. These challenges shaped the ability for participants to provide care to their clients, develop
their workforce, and have broader societal level impacts. Addressing these challenges is essential
in order to facilitate the care and advocacy that the CHWs provide to the community.
Participants described a primary challenge in their work was navigating an ever-shifting
landscape of resources. Although they described that typically there was a significant amount of
resources to be accessed – especially for those living in or near major cities – these could be
present one day and then seemingly gone overnight. There were also disparities in resources by
county and municipality. This was seen in the availability of a certain resource in one county but
not in the neighboring county. This also occurred between neighboring cities as well. This served
as a stressor and challenge as they navigate the landscape of resources in the state. Maintaining a
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database or personal knowledge of available resources was challenging due to the constant flux
in availability as well as being mentally taxing.
Many participants also recounted facing challenges from their client population. Despite
having health fairs and/or free classes, garnering community attendance and participation was
difficult. Several participants believed that this was due to a lack of interest on part of the
community. Although describing this as a challenge, they were also cognizant of a variety of
issues that could be present within the community from being able to attend these events.
Instead, CHWs placed the burden of overcoming this challenge on themselves in order to get
more participation from the community. Marcia explained how her organization had changed the
format of the free class so that it does not last all day or that they incentivize participation, for
instance by providing a $10 gift card for gas or groceries for the family. Carla explained that they
provide an incentive in the form of a free service such as a mammogram. Andrés also described
experiencing challenges with his clients as well but also described needing to ensure that he
controlled these feelings. He stated “and sometimes some people can be a little frustrating when
you’re trying to do something to better their lives and they don’t follow up but it’s part of the job
that you have to manage you feelings and try to continue to be effective as a CHW.” Overall,
despite encountering significant challenges at times from the community, participants sought
ways to incentivize participation as well as managed their frustration into something positive.
Aside from potential structural barriers or providing incentives to garner participation,
some participants believed idiosyncratic issues served as a barrier to attendance. Rosa explained,
“Sometimes when they are faced with a challenge because of their health, they create their own
barriers… [they] isolate themselves.” This is particularly challenging for her but she continually
tries ways to help her clients through the resources that are available to them. Other CHWs noted
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that it seems like sometimes their clients do not want to become empowered. Isabella described
to me that she had been experiencing an issue in which her clients seemed to continually rely on
her even when providing them with resources, information, and other methods to attain
empowerment. She continued that she was beginning to feel frustrated that she has been willing
to do everything she could possibly think of but had not been successful in pushing these clients
toward empowerment.
Maricela had encountered a similar issue and described that there is usually a “good
reason” as to why a client does not become empowered and/or does not “have the time” to take
some step toward empowerment. However, she stressed, “We don’t know their stories or their
whole stories. So, learn how to listen is the main part of giving and getting good services.” Thus,
continuing to listen and seek new ways to push their clients toward empowerment was essential,
despite current challenges or frustrations.
Other times CHWs encountered problems in terms of the client not valuing the free or
reduced cost resources offered by them or their organization. Camila, a CHW who works for a
women’s clinic at a large hospital in Indianapolis, explained that clients are sometimes unsure
that there is an intrinsic value in a service being offered when it is free or on a sliding scale. The
assumption on the part of the client, she said, is that the service must not be very good or
effective since it is free. She posed a photograph during the photovoice project in order to
encapsulate this issue:
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Figure 9. “One of our challenges is being valued by our clients because sometimes we provide
our services for free.”
This served as a prominent issue in terms of her outreach and provision of care for the
clients and community. This unique example highlights a key challenge in the moral economy of
care of CHWs. Clients de-valued services that were offered for free or at low cost. Camila
explained that this attitude thereby de-valued the overarching CHW–client relationship. Overall,
overcoming this mindset was vital, according to Camila, in order to provide much needed social
and health services.
Aside from issues stemming from the client, CHWs also described transportation as a
specific challenge related to the social determinants of health of their clients. This served as a
major challenge for many clients and the broader community throughout all parts of the state.
Public transportation – or lack thereof – was a major obstacle that caused clients to miss
appointments or to not attend free services. Jane explained that her work in northern Indiana was
hampered by a lack of public transportation. Even for her clients who had access to Medicaid
covering the services, there were still difficulties. She explained that “one trip” used to mean
round trip, but had recently changed to being just to or from the doctor’s office. This was also
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difficult for CHWs since the majority were not allowed to transport clients due to liability.
However, some CHWs had access to free bus passes that could be given to clients when they had
an upcoming appointment. Despite the bus passes, Mike reported that he still felt pressured to
put clients in his car to transport them to appointments so they do not miss additional
appointments. While a small number of CHWs were covered by liability insurance and utilized a
company car to transport clients, the majority of participants were unable to provide this service.
Other challenges expressed by CHWs related to organizational and infrastructure of their
employers. Employed as a medical interpreter, Carmen had worked with her supervisor to craft a
promotora program. However, this program was not institutionalized in the hospital where she
worked. She expressed how they had to develop an infrastructure for this position from the
ground up and that this was a challenging component of instituting such a program. Similarly,
Renata was hired by a county health department for outreach to the Latino community and also
had to craft her position from the ground up. Moreover, organizations that relied on volunteers to
conduct CHW work would be at a loss when/if the volunteer left and had not formally
established or collected the information for crafting this position. Carmen described this as a
particular challenge, especially in the event of a volunteer leaving and then having to gather all
of the information again.
Overall, these challenges were wide ranging from the micro-level to the macro-level
environments. CHWs described the need to have a central database of resources they could be
easily accessible. This database would solve issues related to resources such as locating them
easily, including those that may not have been previously known. CHWs also expressed wanting
to have an easier hub to access and reach out to other CHWs in order to share thoughts and ideas
regarding what they are doing in their local areas. While the partner organization has been

141

building itself as a central hub, it is still in the early stages. Although these challenges and
frustrations impacted the moral economy of care in which the CHW exists with their clients and
employers, seeking out means to address these challenges is vital to expand the impact of their
work.

Theoretical Connections
A constellation of factors shape the moral economy of care of CHWs. These workers must
operate within a moral economy and had to negotiate a wide range of emotions, morals, values,
religiosity, motivations, and legal stipulations (e.g., HIPAA) in their pursuit of finding care and
empowering clients to take control of their health in Indiana. Overall, drawing on their inherent
personal qualities and having extensive knowledge of the resources available were vital to
navigating care and exchanging empowerment with client and community.
The formation of these relationships is vital in the exchange of services that ideally bring
about the empowerment of the community. These relationships are the conduit in which CHWs
distill their morals, values, skills, and services to their clients. The end goal of this relationship
being one of empowerment on part of the client and their community in exchange for these
resources and services. This exchange is predicated on a broader notion of neoliberalism and its
influence over the biomedical model in the United States. Similar to anthropological work that
explored the moral economy of CHWs in other countries, CHWs in the United States to a more
or less degree also serve as a disciplining arm of the biomedical arena (Nading 2013). However,
CHWs – through shared race/ethnicity, gender, socioeconomic status, and education – aid in the
translation of these services to promote health and social wellbeing. While extending the reach of
the biomedical realm, CHWs simultaneously acted as a source of support and as an advocate for
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their clients. As noted in Nading’s (2013) work, they operate under a moral economy of dual
medical citizenship – one being a “friendly neighbor” and thereby draw on this in their work
toward improving the environment and health of the community and the other being an arm of
the health department tasked with training neighbors to practice proper hygienic behaviors. The
next chapter will delve more deeply into the medical citizenship and processes of legitimacy in
relation to CHWs.
Thus, it is in the crux of the relationship that the CHW in the United States fosters this
exchange of [for] empowerment with their clients. This shift toward more responsibility and
individual autonomy over the health of the client is a wider reckoning of the emphasis of the
U.S. health care system in that each individual is responsible for his/her own health. However,
CHWs understand and adapt the economy of care to address specific challenges unique to each
individual client. Although the end goal is empowerment and less reliance on the CHW, they are
able to coach and aid their clients through the challenges they face – especially regarding the
social determinants of health.
CHWs are also able to operationalize key facets of their own identity – such as
personality, race, ethnicity, language, culture, and gender within this economy of care. The
participants in this study spoke candidly about race and ethnicity. Sharing these same traits as the
client helped to bolster and rapidly foster the relationship. Similarly, they described the impact of
gender in fostering these relationships as well. Although some issues were presented as barriers
to care when worker and client were of different genders, the need for more male CHWs was
apparent. Regardless, CHWs were able to operationalize these character traits in their pursuit of
the empowerment of the clients within the economy of care.
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Morals, religiosity, motivations, and personal values were negotiated within the moral
economy of care for these workers. Although the training and work of CHWs by no means asked
them to sacrifice their personal morals, setting aside and/or realizing when they themselves had
to step away was vital in the pursuit of getting the best care possible for their client. While many
of the participants in this study had come across a personally objectionable or religiously
conflicting issue with a client, they described an active effort to never lecture or remove the
autonomy of the client from doing what they feel is best for their health. This displacement of
morals was a vital component for the CHW to maintain within their economy of care as they
simultaneously held on to their moral standpoint while also taking steps to ensure the client
received the best care available and/or healthiest treatment option.
Additionally, CHWs were present not only for an exchange of empowerment but also by
provided an empowering presence for their clients. While rare in this sample, some CHWs
participated in the moral economy of end-of-life care. These individuals are sometimes termed
“death doulas” or “death midwives” and they serve as a counselor and source of spiritual and
emotional support for individuals who are suffering from a terminal condition (Fischer 2018).
Gabriela was one such CHW who had extensive experience and training in aiding clients in such
situations. She constructed much of her CHW identity in carrying out this specific service. In
answering the prompt “what does being a CHW mean to you?” Gabriela posed this photograph:
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Figure 10. “Being with patients who are dying alone.”
Much of her time was spent serving clients at this crucial juncture at the end of their life.
Gabriela expanded on her caption: “Yeah. Just aloneness. That’s the biggest thing that I see with
patients. And here the teddy bear is all by himself and there is all this pretty stuff around
him…being someone that can come and bring some relief for that, just the ministry of presence.”
Gabriela’s services as an end-of-life CHW were vital especially for individuals who lacked
familial support during this moment – even if it just meant being present. This again emphasized
their ability to validate and serve as witness to the client’s life. In this way, Gabriela served as a
witness within in the moral economy of care for clients as a source of support at all stages of life.
Ultimately, policy makers and employers must consider the moral economy of care in
which CHWs exist. Understanding the role of socio-demographic factors (e.g., race, gender,
sexuality), personal morals, and motivations of CHWs is vital to ensuring their capacity to
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perform their unique roles for the maximum benefit of their clients’ wellbeing. Policy makers
taking steps toward the integration of these workers must assess these factors and the moral
economy in order to aid in the successful transition of CHWs into a professional position within
the broader workforce. Additionally, developments at the policy level must assess the needs of
not only communities but of the local economy and resources. While the regime of care of the
Indiana state government is to alleviate the various health issues experienced by the population,
it cannot do so without taking into account the moral economy of care and how CHWs and their
clients function within this environment.
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CHAPTER FIVE:
Present yet Invisible: CHWs, Work, and Inclusion
For Indiana especially, the shortage of health care workers is beginning to be a challenge because
we have doctors and nurses that are retiring and we have to have some kind of sustainability and
it’s gotta be an entry into it [the health care workforce] because not everyone is going to be an
RN or a phlebotomist but they could be that health educator or member of a health care team that
follows a patient that helps keep them from relapsing or being admitted to a hospital because
they didn’t know how to manage their chronic condition. That’s where I see a great importance
for CHWs to be that educator where the doctor or nurse doesn't have time to do that and they’re
highly paid, they cannot hand hold but the CHW could possibly help that individual and not have
them go into relapse. The CHW could focus on the individual client and help them not go back
into the system.

CHWs are supporting and being a gatekeeper at the front end so that these individual clients
don’t go back into the system. I’m not concerned about [a CHW] is going to take my job but here
is someone who can do these things that I don’t have the time to. As a doctor or nurse, I could
take out your appendix and it’s like “you’re cured” but when you go home, are you able to get to
your next appointment, get the right foods, or what housing do you have to support your needs to
keep your health good. That goes back into the [socio-] ecological model where the CHW can
have an impact but as a doctor or nurse they want to know if you appendicitis is “ok” but they

147

don’t know the lifestyle, which the CHW can get into that because they have the time whereas
the doctor might spend 30, 45 seconds with you and that’s pretty much it. They don’t know what
you need to maintain that health.

- Martha, CHW, speaking on the challenges of the Indiana work environment and how inclusion
could address these challenges.
~~~
This opening vignette provides deeper insight regarding the crucial roles fulfilled by CHWs –
and the roles that they could fulfill if further integrated into the workforce. Especially given the
current emphasis in the U.S. health care system on reducing hospital readmissions and improving
preventative care and chronic disease management, CHWs can fulfill roles in communities most
in need of resources and care. Moreover, this vignette demonstrates how CHWs are not
considered fully part of the workforce in Indiana – they are outsiders who do not possess
professional medical citizenship. This is in spite of the fact that CHWs perform a variety of tasks
that other medical professionals do not have the time to complete and/or currently do not fulfill.
Martha also points out the possibility of the CHW position serving as an entry-level position and
as an additional component of the health care team. Given the emphasis on preventative care and
reducing hospital readmissions, CHWs can, and are, filling this vital need.
However, in Indiana, the concept of the CHW is largely unknown. And this is
confounding, given the estimated numbers of CHWs working in the state range between ~600 –
1,200.18 There are a number of key issues that causes this to be the case including terminology,
certification, training, insurance reimbursement for services, and reticence to establish a new
18

U.S. Bureau of Labor Statistics (2018)
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member of the health care team. This is compounded by a general lack of awareness of CHWs
on the part of the public, medical professionals, and potential employers. Mike explained how
this lack of awareness impacts his ability to carry out his work. He stated, “If we didn’t have to
explain what we were doing every time we talk to someone first, it would be easier.” Thus, the
lack of awareness by the broader public and medical professional community remains as a
primary barrier for their inclusion into the workforce. As a result, CHWs tend to exist on the
fringes of the workforce in Indiana – essentially filling a vital role yet remaining invisible.
This lack of awareness of the term “community health worker” was also notable even
among people who carry out the work and responsibilities of a CHW. In July 2018, I interviewed
two “health access advisors” on the recommendation of another participant. Before starting the
interview I asked Claudia, the health access advisor, and her health access advisor intern, Carla,
if they had heard the term “community health worker” before. They replied that they were not
familiar with it, and so I relayed the APHA’s definition of a CHW. Claudia exclaimed, “Oh!
That’s us, that’s what we do!” Indeed, as she described her primary responsibilities, it was
apparent she was fulfilling the basic roles and responsibilities of a CHW: community outreach,
health education, advocating for her community, and – in her case – medical interpreting. This
was not uncommon within the entire sample of this project. Many had never heard the term
although they had been the same kind of work for many years.
While the integration and legitimacy of CHWs within the workforce varies from state to
state, assessing the belonging and acceptance of these workers can be analyzed through the lens
of medical citizenship. I broaden the concept from its original inception to be defined as the
processes that create or hinder legitimacy and inclusion within the medical professional
community. Originally, medical citizenship was conceived as a theoretical framework analyzes
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the belongingness of individuals or groups to health, health care, and health resources (Goldade
2009, Good et al. 2010, Nichter 2008, Wailoo et al. 2006). Nading (2013) has proposed a broader
conception of this framework in which he explores the construction of the moral economy of
medical citizenship of brigadistas in Nicaragua. Drawing on Eric Wolf’s description of brokers,
Nading describes these workers a “Janus-faced ‘brokers’” who are at once belonging within their
communities but also as agents of the health department. Brigadistas must navigate their
belongingness within both settings while also participating within in the moral economy.
Similarly, I apply the lens of medical citizenship to assess the legitimacy and belongingness of
CHWs within the health care professional community – and the processes, terminology, and
other factors that facilitate or impede their belongingness.
Despite the complimentary roles of the model that Martha describes, CHWs have
encountered issues related to their legitimacy and ability to advocate for themselves or their
clients during the clinical encounter. The partner organization I worked with had begun training
CHWs at a foundational level that would also provide these CHWs with a certification. This
certification was deemed as a vital component in order for CHWs to gain acceptance and further
medical citizenship. Carmen, who holds a PhD in plant pathology and is currently working as a
CHW/promotora/medical interpreter, pondered how someone with little formal education might
feel intimidated by medical professionals:

I don’t have anything [CHW certification]. I don’t have a badge, I don’t have any cards.
That would be huge I think. And especially, again, I come in – and I’m 60 now – I’ve got
a PhD, you’re not going to intimidate me. If I have to put you in your place I’ll do it, I
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won’t take your crap. But I picture the 20 year-old, the 18 year-old, young girl, any race,
anything being a little intimidated.

At the time of our interview, Carmen had yet to take the certification training course. Her
statement demonstrates how she was able to draw on her extensive scientific knowledge and
point to her own qualifications in order to assert her citizenship and legitimacy within the
medical encounter and speak up for herself and her client. Carmen’s statement is telling given
that the certification aims to provide a badge of legitimacy for CHWs who operate within the
medical arena.
These various examples contribute to the issues of inclusion for CHWs in the workforce.
The medical citizenship of CHWs is tenuous, rife with misperceptions and condescension from
medical professionals and employers in addition to general lack of awareness. Included within
discusses of medical citizenship includes conceptions of who is “deserving” of care, resources,
and ultimately worthy of attaining health (Goldade 2009; Horton 2004; Nichter 2008; Willen
2012). Medical citizenship and the theoretical concept of deservingness are crucial to examining
the intersections of CHW acceptance in the medical professional community. Moreover, the
majority of CHWs are affected by the same structural vulnerabilities of their clients. Thus, these
workers are doubly affected by medical citizenship – both professionally and in terms of the
communities they serve. Attaining legitimacy in the form of medical citizenship is essential for
CHWs in not only facilitating the provision of resources and care to their communities but also
their own professional livelihoods within the medical professional workforce. This chapter will
explore a variety of issues that impacts the medical citizenship of CHWs and the steps that are
being taken both by CHWs and through the regimes of care that seek to formalize the position.
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The Issue of Terminology
Terminology presents as a major challenge related to the medical citizenship of CHWs and their
broader inclusion in Indiana. Although CHWs have been active in Indiana for over 30 years, they
are a largely unknown component of the workforce. Additionally, many CHWs told me that they
believe the public has no understanding of what they do. Due to the flexibility of the position and
the needs of the employer, many CHWs in Indiana operate under a different title that best fits the
needs of the employing entity. However, this contributes to their relatively unknown status in
Indiana, both by the general public, medical professionals, and potential employers.
Alisha, a CHW with experience working in three different states, explained the issues she
has encountered with different terminology as well as the importance of being on the same page
in terms of titling this position:

In the past I’ve been a “patient navigator,” I’ve been a “patient affairs specialist,” I’ve
been a “community health worker,” I’ve been a “family support worker,” I’ve been a
“health advocate,” I’ve been so many things but at the end of the day I get it and we all
need to be on one accord about [the term] “community health worker” because we’re
here but then you can be a “health coach” and you don’t really know that you really are a
community health worker. So that’s why I say we need to bring everyone together and
get on one accord, educating: “what is a community health worker?” And I told people all
the time – “you’re a community health worker,” “no I’m not,” “yes you are, you are a
community health worker.” But they want their job titles and my mind is still “I’m a
CHW.”
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The Indiana State Department of Health (ISDH) lists 60 terms that fall underneath the
CHW umbrella on their website19. I adapted this list below and added an additional fifteen terms
that I encountered during my fieldwork and interviews with CHWs throughout the state (see
Figure 11). Although these jobs may have different titles and responsibilities, they for the most
part possess some or all characteristics of the roles fulfilled by CHWs.

Figure 11. Adapted list of terms from the ISDH’s website with additions from my encounters
with CHWs holding jobs as other titles.
Terminology creates a large obstacle impacting the medical citizenship of CHWs. First, it
contributes to lack of awareness regarding what a CHW is and what their responsibilities are.

19

https://www.in.gov/isdh/24942.htm
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The profusion of terminology creates confusion and draws attention away from the CHW term
itself. Thereby, it contributes to the lack of awareness of the medical professionals, potential
employers, and the broader public. In Indiana, the medical professional community and public
could become more aware through use of a singular term. This also serves as a type of doubleedged sword since employers are able to craft the position to the needs of the organization or
grant applications – including the term used for the position itself – but it also contributes to
wider issues related to lack of awareness and inability to craft codes related to reimbursing
billable services provided by CHWs.
However, this is likely to change. Lucia, who has been actively involved in the
governor’s workgroup to develop policy related to CHWs, explained that as they continue to
work on developing policy related to making a set of “CHW services” reimbursable through
Medicaid, many employers will want to change their titles to “community health worker” in
order to qualify for the reimbursement. This demonstrates how the larger politics of care
regarding CHWs and how the position is to be titled and constructed. Through the inclusion of
the term CHW and providing a set of reimbursable services that are reimbursable only by a
“CHW,” this will be one way of a top down approach to increasing the medical citizenship of
CHWs within the health care arena. This authoritative approach to developing policy around
CHWs will aid in institutionalizing the medical citizenship of CHWs.
In spite of the move toward institutionalizing the term “community health worker,” some
CHWs are unsure that the term adequately captures the true meaning of the position. Although
ultimately settling on the term due to its mention in the Bureau of Labor Statistics and the ACA,
Lucia explained:
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I don’t think it’s [community health worker] the best term. Don't ask me what is the best
term [laughter] because it just depends. But I think there is too much health in it and I
don’t know what the right term would be…and the danger of the term is that it’s too
medicalized. And we know that medical is just a tiny little bit of the person’s health. It
almost is “well that’s the consequence of everything else that is going on” so we’re now
calling it the consequence.

Lucia’s primary concern is coming from the overall direction of the position. As the
position is developed and legislated in Indiana, there is a fear that it could lose its foundation in
aiding communities through reducing its role in addressing the social determinants of health and
participation in advocacy. Other scholars in public health and anthropology have cautioned
regarding the institutionalization of the position in concerning how it could make fundamental
changes to the model or cause other issues to arise such as creating a CHW hierarchy (through
certification and potential for preferential hiring), limiting the scope of abilities of CHWs as
more infrastructure is built around the position, implementing a crenditaling process (e.g.,
licensing or certification) that is cost-prohibitive, and changing the focus of the position to be
strictly medical focused (Arvey and Fernandez 2012; Bovbjerg et al. 2013a; Catalani et al. 2009;
Nading 2013). Inclusion of CHWs in discussions regarding the direction, terminology, and
legislation of position is essential (Catalani et al. 2009; Pérez and Martinez 2008; Rosenthal et al.
2011; Sabo et al. 2013).
Many participants I interviewed described never having heard of the position prior to
attending the certification course. I asked specifically if they felt as though they had been doing
CHW-like work and the majority replied that indeed that had been doing some kind of capacity,
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but just did not know that was a term for it. Others had been doing this kind of work but had
been called something else. A handful of the participants stated that they felt as though they had
been doing this work since they were children – in some capacity or other – through volunteer
work, church service, or helping their immigrant family members navigate utility companies,
U.S. health care system, and other institutions. While these CHW participants may still be
employed under a different term, they now identified with the term “community health worker.”
This is reflective of Claudia’s story in the introduction where they described not having heard of
the term before my interview. While terminology presents itself as a major barrier related to the
medical citizenship of CHWs, they still found themselves employed in a variety of settings
throughout the state.

The CHW as Entry-Level Position
One way of potentially increasing the inclusion of CHWs is to spread awareness of the job as an
entry-level position. The key strengths of this position lie in the shared experience (and shared
structural vulnerability) between the CHW and their community. This position usually only
requires a high school diploma – thereby preferring shared experience, shared ethnicity/racial
background, ability to communicate in the language of the community over educational
attainment (Arvey and Fernandez 2012, Bovbjerg et al. 2013b). Thus, this job category serves as
an entry-level position to the health care field. CHWs who are currently working behind the
scenes to increase employment of CHWs often described this job category in such a manner.
Leticia primarily oversees and administers to other CHWs, explained that during presentations
she is asked if the position is always an entry-level position and she stated:
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And that’s another thing, because they are entry-level positions, many times, people ask
me “well are they always entry-level positions into health care?” “Well they are entry
level for maybe somebody who has never held a job before.” So for that, you’re changing
their lifestyle, you’re changing the opportunities for them, you’re giving them that whole
pipeline into other health careers. So for that, it’s an entry-level however it might not be
an entry-level for somebody who already has a degree and is working at a whole other
level.

In this way, the position has a dual impact of improving the health of the community but
also as workforce development – often in communities in dire need of job opportunities.
However, without further legitimacy offered in the form of certification and wider acceptance,
CHWs will still face exclusion in terms of their medical citizenship within the broader health
care environment.
While title, certification, and training may work to increase the legitimacy of the CHW in
the work environment, CHWs and other stakeholders agreed that it truly is the shared experience,
cultural background, and a connection to the community that should qualify an individual to
work as a CHW. As mentioned previously, Carl Rush explained to me that although a CHW may
have limited work experience, the fact that he or she has coped with stresses (in the form of
racism, discrimination, poverty, etc.) is what makes them qualified. In this case, he emphasized,
it is their life experience that is the principle source of a CHW’s expertise. This shared
experienced was echoed by the CHWs. One participant explained that sharing the same
ethnicity/racial background and/or language could have more impact on an individual than
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someone who does not have these shared traits but possesses a college degree. Alisha also
echoed this sentiment and expanded on this concept:

No I am not your social worker, but I’m a person that comes from the community, knows
the community, understands the community, and has empathy and can sympathize – so
mine is a little bit different. Do I have some of the education, yeah I do. But mine is a
little bit different.

Some of the key strengths of the CHW position are to keep it accessible to individuals
who can easily fill this role and draw on their shared experiences with community members as
their qualification for the job. CHWs who train other CHWs explained that as long as they have
compassion, they could teach the rest of the necessary skills. In this way, the position itself not
only positively impacts the health and living situation of communities in need but also through
job development with the possibility of advancement into other health related jobs. And despite a
variety of challenges for individuals working in this capacity, CHWs are employed a variety of
settings in Indiana.

CHWs Working in Clinics & Hospitals
Several of the CHWs in the project were employees of small-scale clinics and larger hospitals.
However, many of these participants were instead employed as medical interpreters or, if they
were able to work in the capacity of a CHW, they were more often than not termed as something
else. While these individuals still personally identified as a community health worker, they were
unable to use this title in their employment, thereby continuing the lack of recognition of this
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title. Aside from the lack of name branding and recognition, the general lack of knowledge was a
key problem. Martha stated “I would say the lack of knowledge is probably the bigger [issue]
and it’s not that CHWs are competing with nurses or social workers, in fact they would
complement, but I would say the lack of knowledge is probably the bigger part.”
Other CHWs described how aside from a lack of knowledge, there could be
condescension and outright suspicion on part of the medical professionals. Dean described how
he could understand that a CHW approaching a medical professional stating “I am a certified
community health worker” may come off as threatening, since the medical professional may be
unaware of what that means. During a focus group interview with a group of CHWs in Indiana,
one of the participants described needing to utilize a different title in the medical encounter.
Brenda explained how she used the term “patient advocate” in order to try a different angle to get
the doctor to recognize her legitimacy in the medical encounter. She explained:

Or even as we call [the patient’s medical provider] as their advocate, if you don’t have a
fancy title they think ‘why we should we listen to you?’ It can be frustrating when you
are talking to the provider and you just need them to open up.”

Brenda’s example shows how the lack of recognition as well as the lack of a “fancy title”
creates suspicion on the part of the medical professional. Her example also relates back to the
issue of terminology and how in Indiana, a lack of title recognition contributes to the lack of
awareness of CHWs and negatively impacts their medical citizenship as a result. Moreover, this
pushback and lack of awareness impacts the relationship between CHWs and medical
professionals in other ways within the hospital and clinic. Given that CHWs are a type of non-
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clinical health worker who may operate within a biomedical environment, other medical
professional workers may be suspicious of why a CHW should hold a place in their workspace.
Bianca, a CHW but currently employed as a case manager, who had worked both in a social
services organization and at a volunteer medical clinic explained:

However, I had both positive and negative interactions with nurses and doctors at our
weekend medical clinic. Some were very helpful to me as a community staff member.
Another could not believe how little medical knowledge I had, and expected our little, biweekly, volunteer run medical clinic to function very differently. I felt that my studies in
a different helping profession didn’t matter to her, the way she treated me made me feel
incompetent.

Bianca’s interaction reveals the preconceived conceptions that medical providers have
about CHWs and what it is exactly they should be doing. Upon learning of her lack of clinical
skills, Bianca’s role was devalued by the medical professional. Carl Rush also expanded on this
topic in our conversations. He told me that a key challenge for CHWs is how the biomedical
model dominates the health care system in the U.S. Rush extrapolated that medical professionals
being inculcated within this system find it challenging to accept someone who has minimal
clinical training to be able to be involved in the health care workforce/system at all. In this way,
prevailing notions about which professions are legitimate within the health care workforce serve
as a barrier to the medical citizenship of CHWs.
CHW stakeholders also described how their work to incorporate CHWs into the broader
workforce has been met not only by skepticism but rejection. Claire, a medical doctor who had
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collaborated with CHWs in an African country, explained “I was naively surprised initially about
some of the pushback [in the U.S.] about having a health care provider who didn’t have a
certification and a preexisting stamp of approval.” She explained that she did not encounter this
resistance during her work abroad due to the huge need for health workers of any kind. Claire’s
comments are connected to the larger regimes/politics of care that issue such “stamps of
approval” and how the biomedical system in the U.S. require these certifications, degrees, and
more to be seen as holding a legitimate place in this workforce.
This pushback also comes from members of the health care workforce who are on the
lower end of the hierarchy. Specifically, there has been pushback from nurses and social workers
that are concerned that the introduction of CHWs will potentially push them out of their
positions. Rather than seeing CHWs as a different and complementary member of the health care
team, these individuals at times view them as competitors. Carl Rush explained that there is at
times a perception that CHWs will invade their (nurses’ and social workers’) scope of practice.
He asserted that using evidence related to the impact on health and cost-effectiveness of CHWs,
it could change the minds of those opposed to incorporating them into the health care team.
However, he cautioned not to “underestimate the depth of the lack of understanding.”
While CHWs described that a lack of knowledge and outright rejection regarding their
position on part of the medical professionals served as crucial barriers, these individuals
responded very well to the work of CHWs once they learned more about them. Rosa, a CHW
and doula with over 20 years of experience, explained that at first, doctors were skeptical of her
position but later came to appreciate her skillset. She also would gather evidence-based studies
regarding doulas and give them to medical professionals to further justify her medical
citizenship. Andrés, who is a medical interpreter and CHW, spends about half of his day
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interpreting and the other half doing community outreach. He explained that doctors and other
medical professionals reacted very positively to him in both capacities:

It’s [his interaction with medical professionals] been excellent. In fact, they are very
grateful to have somebody and not just because of the interpreter, the language barrier,
but the way that they communicate effectively with the patient and also, even they as a
community health worker, they know that we are a very good resource because
sometimes they have to see a patient that they need to see a specialist. For example, an
oncologist, and in the right moment they [the doctors] know of several oncologists pero
they know they are very expensive and sometimes they ask me “do you know any kind of
resources like that?” And maybe I have, sometimes I’ll go “yeah, I know somebody, a
doctor that they can offer even some way for them to pay their bill even in installment or
maybe they have financial assistance and I have even those forms all ready.” And they
just kind of say “oh really! That’s great, can you help them with that?” And I say “sure, I
can help them with that.” So yes, the physicians they feel really comfortable and I know
they are grateful and also we are thankful for their services that they can count on the
community health worker to even facilitate their job with this community.

Several other CHWs echoed Andrés sentiments that once doctors learned more about
their position and they variety of additional services they are able to provide, they more than
willing to have CHWs on board. However, Andrés’ being a medical interpreter and CHW was
the exception rather than the norm; the majority of the CHWs who also worked in some form of
medical landscape were normally employed as solely as medical interpreters.
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Medical Interpreter versus CHW
The majority of CHWs in the sample that were employed in a clinical environment were working
as medical interpreters. However, this role was restrictive to CHWs as their sole responsibility –
in almost all cases – was to interpret, word-for-word, between doctor and patient. These medical
interpreter CHWs described feeling as though their full capacity was left unrealized in this
restrictive scope of care. One explained while I shadowed her at a volunteer clinic that in her
medical interpreting job, she is only allowed to translate and had to leave the room if the doctor
and/or other medical professional left the room. At least one CHW – who was titled as a
promotora – explained how she does advocate for her client regardless of her function as being a
mouthpiece for the doctor. This CHW, who had previously worked as a plant pathologist and
holds a PhD, pondered how “real” promotora might handle interactions with doctors and medical
professionals given that she might not have the training and confidence that comes with a PhD.
Especially given that the promotora/CHW role is not recognized or understood well at her
hospital. Despite her title and advocacy work, she is not viewed as a promotora but as a medical
interpreter given that as her primary function in the hospital.
This was also complicated due to the fact that the medical professionals and hospital staff
viewed these CHWs as only interpreters. While the interpreter CHWs described having a good
relationship with doctors, many of whom were happy to have them translate, this was the only
view of them. Medical professionals at times met CHW with condescension and suspicion when
they accompanied clients to appointments in capacities other than solely interpretation. These
CHWs described having to use a different term in order to justify their inclusion within this
interaction. Some described the term “community health worker” as either not making sense –
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due to the fact the term is not widely recognized in Indiana – or as threatening. Thus, while
interpreter CHWs were seen as holding a legitimate citizenship within the work environment,
they were not viewed as CHWs but rather as solely interpreters.
Ultimately, it is crucial to reconcile these two job categories. While an interpreter might
be a CHW, it does not mean they necessarily have the same training. These roles could be
expanded to include a CHW and could help patients with social determinants of health or other
issues. Carmen explained how aside from speaking up for patients during interpreting, she will
give clients her business card after meeting with them in order to provide further CHW services.
Furthermore, hospitals may consider training and hiring interpreters and cross training them as
CHW in order to expand on the capabilities of these individuals to have a larger impact on the
health of patients.

Cross Training First Responders as CHWs
During my time working with the CHW organization and helping in the classes, Lucia
approached me and told me that she had been working with a department at a large Indianapolis
hospital in order to cross-train emergency medical technicians (EMTs) as CHWs. This concept
of cross training CHWs was something that I had not encountered in the literature or in other
areas in the United States and/or internationally. While not seeking to replace CHWs, cross
training first responders represents one means of expanding the awareness of CHWs while also
drawing out the key strengths of the model. As CHWs focus heavily on addressing the social
determinants of health, there are large benefits to increasing cross training first responders to
identify and address these social determinants of health. As a result, this cross training represents
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a novel way for CHWs to possibly gain greater medical citizenship within the health care
environment.
A common theme among the hybrid CHW/first responders that I interviewed was their
opinion that the training helped to broaden their perspective on health. Many felt that the training
enhanced their approach to care. Specifically, instead of only addressing the acute medical issue
at hand, they would look at what can be done to prevent this from occurring again and/or any
social determinants of health that would hinder them from accessing care. While shadowing
Mark, an EMT/CHW, and his partner, a social worker, I asked Mark how he felt the training had
changed his approach with his patients. His partner commented that when she watches him
interact with patients he is more compassionate and gives the patients more agency.
However, there were some drawbacks to implementing only cross-trained CHWs. Mark
explained that having the CHW training indeed expanded his scope of care but felt that not
having a fulltime CHW on staff is a detriment. While the training was crucial to expanding his
outlook, working with a fulltime, dedicated CHW would help further. Bob, a paramedic with
over 30 years of experience and who had recently trained as a CHW, explained how the training
“opened his eyes” in terms of the social aspects of health. He stated that cross training helped
him to better visualize and draw on the social services and ensure his patients receive additional
help if need be. Vanessa, a paramedic cross-trained CHW, explained that the training “took
medicine and gave it a social twist.” In this way, she was able to better connect social issues and
their relation to medical care – ultimately translating to being able to better empathize with her
clients and seek opportunities to impact their long-term care. Vanessa also saw the value in the
CHW certification – as a paramedic, she is well aware of the hierarchical nature of the
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professional health care workforce and the status that certifications and degrees carry. In her
view, the certification helped to validate the CHW model within this environment.
Cross training first responders serves as a one means to spread awareness and legitimize
the CHW model in the biomedical realm. The first responders who had gone through the training
all viewed it as positive, despite many being ambivalent and even unwilling to attend and earn
the certification at the outset. There had also been plans to cross-train a small cohort of police
officers in Indianapolis. The idea was to also broaden the scope of police training and eventually
hire an in-house CHW that could accompany police during patrol in order to reach out to the
community. Lucia also mentioned having firefighters go through the training as well. While
cross training may serve as a means to legitimize the medical citizenship of the CHW model, it
will be crucial to not simply reduce the position into a one-time training. Integrating full CHWs
to carry out their roles and responsibilities will be crucial to maintain.

CHWs Working in Social Services Organizations
Many CHWs do not strictly work in clinics but rather for social services or non-profit
organizations. Although these CHWs may still have functioned as medical interpreters or as
patient advocates, they were not employees of a clinic or hospital. These CHWs also faced
similar issues regarding their medical citizenship from both their employer and medical
professional encounters. CHWs in these positions were often termed as a something else – often
a title that most fit the needs of the organization. These CHWs also faced other key challenges
such as their position being only funded through short-term grants. This creates issues related to
the sustainability of such a position.
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The issue with having to use a different term was a barrier for CHWs working in social
services organizations. They too explained that they would also use the term “patient advocate”
as a means to gain a sense of legitimacy in their encounters with medical professionals and other
organizations. Again, while this allowed for a tenuous establishment of medical citizenship, it
hindered exposure to the term “community health worker” within these encounters. Lucia
explained:

I deal a lot with patients in the hospital and palliative care and, of course we’ve got our
health clinic here, but most of my personal connection with them [medical professionals]
is coming in [the hospital] and they don’t understand when I tell them I’m their [the
patient’s] “community health worker,” they understand when I tell them I’m their
“patient advocate.” And when I tell them I’m a patient advocate, everything changes.
They really share information with the patient there, they are more willing to explain in
more detail their procedures or their care plan, but I’m usually dealing with the
physicians when they come in and they talk to our patients. And there are a couple of
times when I’ve gone into clinics and I deal with the nurses or the treatment team but
yeah it’s “patient advocate” is what I have to throw out there or “chaplain” and then they
open up. But if I say “CHW” they just say “…ok.” [laughter].

Lucia, who is also trained as a chaplain, demonstrates how the term CHW is not well
understood or even accepted. She is only granted information regarding her client when the
medical professional understands her as holding a different position. Despite overarching
authoritative voices such as the Bureau of Labor Statistics and the ACA including a role for
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CHWs, there is still reticence toward accepting this position as part of the formal health care
team.
As not all CHWs are employed by a hospital or medical clinic, it is important to
understand the challenges of those who work for social services organizations. In this case, the
main challenges include a plethora of titles dependent on the hiring organization, lack of
legitimacy on the part of those they encounter in their day-to-day work, and facing uncertainty in
employment due to potential lack of funding or short-term grant funded positions. CHWs
employed in social services organizations still fulfill the key duties of a CHWs related to
reducing social determinants of health and thus their work in these organizations still serves as a
vital means to achieve health equity.

Volunteer CHWs
Very few of the CHWs interviewed in this project were solely volunteers. While it was common
for CHWs to also do work as a volunteer in their own free time, several had reasons who only
being able to do it on a volunteer basis. One CHW, Ximena, who had trained several months
prior in the certification course, wanted to be employed as a CHW but was unable to find paid
work in that field. As a result, she had to find employment with an insurance agency. She told
me that although she is not technically employed as a CHW, she draws on the skills of her
training when helping her clients in her job, and participates when she can in volunteer activities
as a CHW. The lack of positions forces some passionate CHWs to seek work elsewhere and only
perform services as a volunteer.
Other CHWs who volunteered did so because they were integrating it in their daily work
life. Alejandra had done an internship with the Mexican consulate in Indianapolis but had since
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returned to her job as a stay-at-home mom. However, she volunteers within the Latino
community of Indianapolis and helps to connect individuals to resources and to raise awareness
regarding resources, health education, and community issues. Valentina, a small business owner
of a childcare and CHW, explained that she integrates her CHW training in her business. She
will reach out to the parents of children in order to provide them with key health services and
other necessary resources. Magdalena, an ESL teaching assistant who trained as a CHW,
volunteers with an immigrant advocacy center in Indianapolis to help connect clients to a variety
of services. In this way, these three individuals were able to blend their training and work
without needing to find fulltime employment as specifically a CHW.
The overwhelming majority of CHWs in this sample found paid positions in which to
serve their communities. Those who do volunteer work on the side mostly do so in addition to a
fulltime job. Others in the sample conducted both work as a CHW on the clock and also felt as
though they also served as a CHW while not being paid in various capacities. Others, such as
Ximena, would like to be employed as a CHW but cannot find work and thus must maintain
other kinds of employment and conduct her CHW work as a volunteer. While the volunteer work
is vital to helping individuals connect to resources, it also demonstrates how the position is not
viewed as a legitimate job due to the lack of employers hiring CHWs. However, some steps are
being taken to increase the amount of employers hiring CHWs and to improve their legitimacy
and inclusion in the workplace.

Moving Toward Inclusion and Legitimacy
Various pieces must fall into place in order for CHWs to gain legitimacy as a member of the
health care workforce and establish professional medical citizenship. Steps to legislate CHWs

169

into an official, state-sanctioned position will be key to demonstrating the legitimacy of this
position from an authoritative viewpoint. However, it is essential that CHWs be part of this
process. Another authoritative way to demonstrate their legitimacy would be using an economic
argument. Passing policy that makes a set of services reimbursable if performed by a CHW will
be essential. While Indiana is implementing steps to make this happen, its effects on legitimizing
and on the employment of CHWs remain to be seen. Finally, certification of CHWs will be vital
to demonstrate a basic level or foundational training that all will have. This certification will
reclassify CHWs as “CCHWs” [certified community health workers] and will provide a set of
letters to follow a name much as doctors and nurses have MD and RN, respectively. These
authoritative approaches toward shaping and defining the medical citizenship of CHWs may help
facilitate their inclusion.
Other pieces must fall into place so that the communities that CHWs serve also feel
connected and deserving of care. As many CHWs come from already marginalized populations,
they face almost a need for double legitimacy due to sharing structural vulnerability. Moreover,
their communities must also be granted a medical citizenship – often achieved through policy
and other measures that reduce health disparities. This theme was also reflected in the
photovoice project. Gabriela discussed that realizing not everyone is included in the American
Dream is a challenge she has had to surmount. She showed this photograph and described why
she selected it in the caption (see Figure 12):
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Figure 12. “Overcoming the idea that the Land of Opportunity is for everyone.”
Gabriela expanded on her caption and photograph by describing specifically how it is the
challenges faced by her community that made her reassess her own views regarding the values
and symbolism of the United States:

I mean there’s that belief when they [immigrants] first arrive that this is the land of
opportunity and they’re going to help me and then you realize “well, you’re not
documented so we can’t really help you.” And when you have kids or people that are
adults that are suicidal, while you can take them in for an assessment anywhere, you can
do the assessment but then there’s no treatment because they don’t qualify. To me
that’s…it’s hard to overcome that idea…
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Adding to her dejected feelings is that the CHWs in the sample, including Gabriela, were
well aware of the surfeit of resources. This, paired with the wealth present in the United States,
made it hard to accept that an individual could be evaluated for a mental health issue but then be
denied treatment due to their immigration status despite available resources. Additionally, this
highlights the shared structural vulnerability of the CHW and their clients. While Gabriela may
be in a better position financially or health-wise, she is also unable to fully help her clients access
these resources given their legal status. Thus, until wider systemic changes occur that provides
more inclusion and recognizes the deservingness of these populations, issues of inclusion of the
CHWs’ communities will continue to persist.

Certifying for Legitimacy and Inclusion
During my pilot research for this project in 2016, I learned that the state government of Indiana
had recently backed a CHW certification. This certification was developed through heavy
involvement of CHWs and in partnership with a nonprofit health organization with several
offices throughout the Midwest. This foundational level training also received state-backed
approval from Indiana State Department of Health. Details of this certification and the class are
discussed in Chapter 3. Furthermore, at the outset of the of my dissertation research in 2017, the
organization had received a large grant to train 100 CHWs free of charge and to help them locate
work. At the very least, the CHW certification serves as a “legitimizing tool” within the state of
Indiana.
This lack of certification is a major issue that holds back CHWs from being able to find
employment and acceptance. If they are able to find work, especially in the medical arena,
potential employers are hesitant to employ an individual that does not have some kind of
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“formal” training. Employers in the social services arena are more open to hiring a CHW but
also prefer to have an individual that has gone through some form of authoritative sanctioned
training. Lastly, CHWs themselves – regardless of their employment situation – preferred to
have this certification as a form of legitimacy.
This certification, in Indiana described as a “CCHW” (certified community health
worker), would provide new avenues for this workforce. The governor’s workgroup on CHWs
has written into their current policy that only CCHWs are capable of receiving Medicaid
reimbursements for approved services. This is to still allow other individuals to work in the
capacity of a CHW, but the employers of CCHWs would receive the benefits of reimbursement.
In this way, certification serves as a means to legitimize the medical citizenship of CHWs within
the biomedical health arena. Victoria stated that with the certification she felt qualified to do the
work, it boosted her self-confidence, and made her more motivated to keep up with the
qualifications of being a CHW. Clark felt that the certification provided more “credence” to
medical providers in their utilization of CHWs. Leticia explained that certification provides a
legitimacy that helps to open doors for the community. She explained:

…the certification of the community health worker brings some sort of legitimacy and I
know that sometimes they’re opening doors for our residents and community that
normally they cannot open for themselves. I’ll let you know right now that if the
community health worker calls they are more likely to get through than if some resident
calls in and says “I want to talk to the doctor or I want to talk to the nurse.” “This is soand-so from HealthyMidwest, I am a community health worker...” it opens the door. It
opens the door for an appointment, it opens the door for if there is an emergency, it opens
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the door. So for having the certification in the title I think it is going to open doors and
help the community. It’s somebody legitimate from the community and it’s not
somebody from the health care system. So they are very strong leaders and the more
leaders we have in our community and they are leaders not just as a community health
worker, they are leaders in various areas like in immigration, they are leaders in the lead
crisis, so having community health workers embedded or being part of all of the settings
of what is going on in the community is a great opportunity.

Carmen also echoed this sentiment as being able to utilize the CHW training and
certification in both getting interest from the hospital board as well as expanding her role of
medical interpreter to be able to do more for the patients. She stated:

What this training helped me so much with is that I don’t know the lexicon of sociology
nor anthropology, so if I want to sell this idea of being a CHW say to a hospital board, I
have to people to speak [about things like] social determinants – these are all new terms
to me. That’s what I need so much. HIPAA [Health Insurance Portability and
Accountability Act], I’ve had to deal with it but really just translating the forms but didn’t
have a good understanding of it’s origin and all of these fancy terms that I kind of
understand why we have it but didn’t really know what it was about, that was critical to
me to take myself to a professional level and I’ll tell you I have another acronym I’m
CHW certified. And it really does help when you have to deal with some of these doctors.
I get them when I come in and I’m just somebody that speaks Spanish and every now and
then they try to blind somebody with science and I lay some back on ‘em and it’s like ‘oh
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boy…’ all of a sudden they cool their jets and start speaking plain English so I can speak
plain Spanish so the patient understands. Now with the CHW training I can say ‘would
you like me to see if this person gets on Medicaid’ or whatever, and it’s like ‘you can do
that?’ and I say ‘I can find it out.’ That’s some of the things I feel like I can take it
another step. And now I think most of them listen to me, it’s a huge respect level back
from the medical professionals who consider us just again somebody’s grandma or kid
that’s in there speaking Spanish – that helps tremendously I think.

However, there is also the chance that the certification will serve as an exclusionary
force. Since the grant period has ended, individuals interested in taking the course must now pay
tuition. As many CHWs come from underserved and impoverished communities, they may be
unable to take time off work and/or afford to pay the cost of the class ($1,500) and is a 70-hour
course split across two weeks. Others were ambivalent about its direct impact on their lives and
work as CHWs. Perhaps unsurprisingly, some – especially those who had been doing similar
work for many years – felt rather that the certification and training enhanced and reinforced their
skillset but did little in terms of teaching them something new. Amanda said, “Honestly, I don’t
think that it’s even impacted me that much. But it’s nice having more of a label and a training
behind it. But I don’t think that it made any of my qualities stronger or more recognizable.”
I then asked if they felt it the training instead just reinforced their existing skills and
knowledge. She responded “Yeah. I think just being able to tell people I’m a ‘certified
community health worker’ makes them feel a little bit better about who they are interacting
with.” In this case, despite not gaining much technical insight, the certification itself served to
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improve the medical citizenship of the CHW with their clients as a “certified” health care
worker.
Other key stakeholders described the utility of certification but also emphasized that it
can be a double-edged sword. Claire, a medical doctor who had worked with CHWs in foreign
countries and brought the idea back to implement locally in Indiana, explained that:

Ok, so certification is…it's a double-edged sword. So certification, before we were just
training, which was great, you had a lot of people trained. You can train a lot of people in
the trainings. Certifying implies something else, especially for – if it’s in health care you
have to certify because everybody in health care has to be certified one way or another.
So that [certification] legitimizes that [CHWs] within the context of the health care
system. But what does that mean to a social service agency and what does that mean to
the community itself? So I don’t see it as one level, I think there’s going to be
certification that’s going to be needed and required from the health care setting. Do I
think somebody in that social service setting or someone in the community who is
helping people who are immigrants or undocumented or whatever need to be certified?
No.

These examples demonstrate that certification serves as a double-edged sword in terms of
its potential as a legitimizing tool. While it may foster greater medical citizenship among CHWs
in the professional workforce, it could serve to limit others’ access. Additionally, the shared
structural vulnerabilities of CHWs shape the ability for certification to enhance their medical
citizenship. CHWs who are undocumented may be unable to pay for the training or take the
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course (it is currently only offered in English, although the grant provided a free ESL course).
They also will be unable to work in a professional medical environment due to their legal status
and will be unable to be reimbursed through Medicaid. The certification may also be cost
prohibitive or may exclude those who do not perform well in a classroom setting. Moreover,
depending on how the position is formalized, there is the risk of fundamentally changing the
basis of the job in order to appease employers/medical professionals. This is realized in the
potential to cut or not allow participation in advocacy since it is viewed as being outside the
scope of care of medical professionals. Thus, there is a risk of over-medicalizing the position
whereas its strength and utility stem from the foundation in community engagement, advocacy,
and addressing social determinants of health. Carl Rush also addressed these concerns of overmedicalization and explained in regards to the challenges of certification:

The biggest [challenge] is that because of language skills, literacy, lack of formal
education, or comfort level with formal education system, that the certification system
will be too difficult for some very talented colleagues to go through and become certified.
They are worried about the integrity, with some reason, there is certainly cause for
concern that this will change the nature of their practice.

There is also a risk of creating a form of CHW hierarchy in which those with certification
are valued over others that may have more experience but are unable to afford the certification
class (Arvey and Fernadez 2012, Maupin 2011, Price 2014). Martha explained:
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I think eventually in reality that the certification will take precedence, not that the ones
without cannot get a job, but I feel that at some point the certification – like a degree – at
some point it’s going to take precedence over an employer saying “ok, because this
means that this person has been formally trained and passed some kind of an exam.” Not
that, there will still be places in the community, the churches, and so forth for those that
may not hold it [the certification] but I would say for many of the upper level or higher
positions in organizations and companies I feel personally that the certification is going
to move up.

While the pros and cons related to CHW certification are being negotiated in Indiana,
there is a general consensus that at the moment, the pros outweigh the cons. CHWs are stuck in
limbo – largely invisible by the general public, potential employers, and medical professionals
but still present in many facets of urban and rural communities in Indiana. Certification may be a
necessary double-edged sword that helps increase the awareness, acceptance, legitimacy and
foster increased medical citizenship for CHWs. However, CHWs should be heavily involved in
steps to certify and legislate their profession in order to maintain their agency and reduce the
chance of the foundation of the model from being changed.

CHWs as Established Members of the Health Care Team
Another means of gaining a legitimate medical citizenship is through gaining an official status as
a distinct member of the current health care team. This acceptance would be facilitated through
prevailing politics of care that can legislate, authoritatively, a set of policies and certifications to
be recognized. This top down approach to instilling medical citizenship is not without its pitfalls.

178

Without CHW involvement in the development and legislation of their position, the very
foundation of the model may change. However, previous research has shown the benefits of
integrating CHWs in partnerships with other medical professionals. Previous public health
literature has demonstrated crucial successes in integrating CHWs as distinct members of health
care teams (Allen et al. 2014; Balcazar et al. 2011; Rosenthal et al. 2010; Shah et al. 2014).
Martha explained “that’s where I see a great importance for CHWs: to be that educator where the
doctor or nurse doesn't have time to do that and they’re highly paid, they cannot hand-hold but
the CHW could possibly help that individual and not have them go into relapse.”
Others, particularly those that oversee or administrate other CHWs, viewed CHWs much
as how nurse practitioners and other newer health care professions took time to gain acceptance.
Marcia, an executive director of a health outreach program and CHW, explained:

But we do probably see it [pushback from medical professionals regarding CHWs]
coming, especially when you start placing [the CHWs]. It probably is very similar to
when nurse practitioners came on board and when physician assistants came on board
and how the doctors challenged those and then they saw “oh these are valuable people,
you know, there are some things they can do that I don’t have to do that anymore.” And
then you find out that a lot people that used to go to their doctor say “oh I’d rather talk to
the nurse practitioner.” So I’m sure that as time progresses, we will see that. We are
hoping it will be a team effort so it won’t be just “you don’t value me as a community
health worker.” So we are looking at a team approach.
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Despite evidence from the literature and potential successes CHWs may have as a new
member of the health care team, Lucia still sees a strong CHW workforce as something
occurring further in the future:

The other is the actual medical community not knowing [about CHWs] – it almost feels
very territorial that the medical community does not want to add a new member to the
team and very shortsighted. I think those two things really get in the way of the
movement and I see that when those things go away in other states that there’s an
openness to CHWs on the team so…yeah like in Texas or in New York but I guess here
in Indiana we’re a long ways – I think we’re about 4-5 years from a good CHW
workforce.

Until this openness is fostered by the broader medical professional community and by
potential employers, CHWs in Indiana will still remain outside the medical citizenship of the
broader health care workforce. Other CHWs have described working in partnerships with nurses
or on small, informal teams with medical doctors during free clinics. Each of these workers
described positive experiences from operating in this team environment. In this way, CHWs have
been shown to have successes as integrated members of health care teams. Moreover,
participants in this sample who have had the chance to work in such a capacity have described
positive impacts and relationships with medical professionals. Further acceptance of CHWs as
distinct members of the health care team can aid in establishing a professional medical
citizenship.
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Theoretical Connections
There are a variety of moving pieces when assessing the overall inclusion of the CHW model
within the workforce and broader environment. CHWs are seen largely without legitimate
professional medical citizenship in the workforce as well as the majorities of the communities
they work within. Prevailing conceptions regarding health coverage for the poor, minority,
immigrant, and refugee populations largely serve to see many of these populations as
undeserving of care. The Trumpian political climate of the United States creates a particularly
hostile environment in which these communities find themselves in addition to repeated attempts
to repeal the ACA and proposed cuts to Medicaid (Schneider 2018). These repeated attempts to
cut health care options to those most in need underscores the unique roles that CHWs can fulfill
for a variety of populations. However, several issues hold back integration of CHWs and their
communities.
There are also several shared barriers between CHWs despite being employed in different
settings. CHWs face an overarching lack of recognition and awareness by medical professionals,
potential employers, and the general public. This lack of recognition creates an environment of
confusion, suspicion, and, at times, outright condescension from medical professionals and/or
other stakeholders. These prevailing attitudes place CHWs outside the professional medical
citizenship for a majority of CHWs in Indiana. As a result, CHWs are widely unknown and at
times unaccepted as members of the health care team.
CHWs also face issues of terminology regarding the position itself. The partner
organization in this project has decided to proceed with the title “community health worker” due
to its name branding by the U.S. Bureau of Labor Statistics and in the ACA. However, CHWs
are in the majority in the sample in stating that overarching notion is a lack of awareness
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regarding that term. CHWs described having to use a different term – usually “patient advocate”
in order to open up dialogue with medical professionals. Although this term established a
tenuous medical citizenship for CHWs, their legitimacy as an equal member of the health care
team was not established. Even the president of the partner organization is skeptical that the term
“CHW” adequately fits the roles carried out by such individuals. This is due to not wanting the
position to sound and/or become over-medicalized, since the key strength of this position is its
ability to connect with the community, provide resources, advocate, address social determinants
of health, and ultimately lead to empowerment.
It is also important for CHWs to not only be afforded medical citizenship within the
overarching workforce but also maintain their citizenship within their community. As Nading
(2013) described, brigadistas must maintain a balance between belonging within the medical
professional community while also serving as a compassionate neighbor and advocate. This
concept is also reflected in Chapter 4 (see Figure 9) in which Camila show a photograph that
described the difficulty in getting her clients to value the services offered for free or at a reduced
cost. This illustrates that while she may be one of the rare CHWs afforded professional medical
citizenship, it may jeopardize her belongingness within her community. Thus, CHWs in Indiana
also must 1) be afforded a medical citizenship within the workforce and 2) (if and when this is
achieved) balance between their citizenships within the community and workforce.
Furthermore, a growing sentiment of disdain by those in political power for refugees and
immigrants has continually placed them outside the scope of medical citizenship. These are key
communities that CHWs come from and can have significant impacts to reducing health
disparities. As former Governor Mike Pence attempted to block Syrian refugees from Indiana
and as President Trump has repeatedly demonized Latino immigrants, this has led to their place
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of being deemed undeserving of care. In this way, CHWs that come from marginalized
communities places them in a position of shared structural vulnerability as well as being doubly
excluded from a legitimate medical citizenship. Other communities serviced by CHWs such as
those with mental health issues, prison populations, felons, and drug addicts also face exclusion
and being seen as undeserving of care. These issues challenge CHWs in being able to access
resources and address the social determinants of health when the prevailing ideas and system
stand at odds with these communities.
There are several steps that can be taken to foster greater medical citizenship for CHWs.
First, cross training first responders as CHWs is an approach that can offer several benefits.
Cross-trained paramedics/CHWs explained how the training and certification offered them a
means to expand their scope of care and approach to health. For some it also empowered their
ability to serve their patients. This cross training also allows the CHW training, term, and
certification to come into conversation in the biomedical realm in which awareness (and eventual
acceptance) is in dire need. However, it will be essential that this cross training does not serve as
a replacement for integration of a full-time CHW. Otherwise the CHW model will be lost and
replaced as a set of skills to be integrated in an already established medical-focused profession.
While some employers have described being unsure how to use CHWs (Najafizada et al. 2015),
spreading awareness and employing CHWs will be one way to increase the medical citizenship
and foster greater inclusion of CHWs in the workforce.
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CHAPTER SIX:
Filling the Gap yet Going out of Scope: The Impact of Law, Policy, and Practice on CHWs
I don’t think that upper people need to be creating this [the CHW model]. We need to have
community health workers right at the table. You …need more than one [CHW]. It should be
structured half and half or a third: you have some legislatives, you have some medical
management people, you have some social work people, you have a couple CHWs that’re doing
different things – I do health and social services and you might have some that are doing
something else. Mix it up.

-Alisha, CHW, speaking on how a CHW model should be developed and legislated
~~~
Exploring how stakeholders and legislators shape, define, and enact boundaries for providing
care – in the form of laws, policies, regulations, and scope of practice – is vital in understanding
how CHWs approach care work. Although many of these high-level regulations are crafted
without the input of CHWs, they set the environment in which they must operate and negotiate in
order to find the best care and resources for their clients. Moreover, CHWs throughout Indiana
described lack of recognition and feeling that medical professionals did not view them as
legitimate. Thus, steps have been taken at the state and federal levels to brand CHWs and
improve this sense of legitimacy to the position. This chapter explores the various top-level
policies, laws, regulations, and certification processes and how they impact the ability of CHWs
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to administer care at the ground level. This chapter also examines how CHWs are themselves
impacted through their work in terms of going outside their scope of care in addition to how they
approach self-care.
At the time of this project, Governor Eric Holcomb had convened a group of stakeholders
to develop and legislate the CHW model for the state of Indiana. These stakeholders included
medical insurance companies, the Department of Workforce Development (DWD), several
health organizations, and the head of a CHW organization – one being my partner organization
for this research. In Alisha’s opening quote, she emphasizes the need to have additional CHWs at
the table. While Lucia was present, Alisha feels this is not enough. The American Public Health
Association’s Community Health Worker Section (2014) and Sabo et al. (2015) support Alisha’s
assertion that CHWs must make up at least 51 percent of the representation of legislation
developed regarding their position. Specifically, the APHA and Sabo et al. argue that this will
provide CHWs with the much-needed control over the direction of their job.
Several scholars’ work frames the theoretical slant of this chapter. Ticktin’s (2011)
“politics of care” and “regimes of care” theoretical lenses help in assessing the authoritative
constructions of policy and understanding their impetus. The politics of care is represented in the
state-sanctioned creation of this CHW workgroup – in an attempt to find a solution to some of
Indiana’s biggest health problems, chronic diseases or conditions that can be prevented or
mitigated through prevention and/or proper management. However, as I will touch on later, the
bulk of the taskforce was initially unprepared for properly developing and legislating the CHW
position. Ticktin’s (2011) regimes of care is useful in understanding how the organizations that
employ CHWs are grounded in a moral imperative to relieve suffering and develop policies and
practices in response to health issues. Lastly, Stevenson’s (2014) theoretical concept of “life
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beside itself” explores how policies are encapsulated in a biopolitics that determine how care
should be administered as well as how caregivers should interact with their clients/patients.
These theoretical frameworks situate the impetus for authoritative facets that dictate care.
However, as they distill from the top down to the grassroots, CHWs negotiate and provided
nuanced versions of care depending on the situation of their clients.
Understanding how these laws, policies, and practices shape on the ground care is crucial
to assess. Brodwin (2011), Buch (2013, 2014), Closser (2015), Nading (2013, 2014), and
Stevenson (2014) analyze how on-the-ground caregivers navigate their approach to care and
client relationships under specific laws, policies, and scopes of practice. In doing so, these
scholars explore how policies and practices are negotiated at the grassroots level and how
caregivers navigate their work while inside of and possibly outside of these designated legal and
regulatory boundaries. Aside from the moral imperative at the authoritative level to develop
policy and practices, CHWs also draw on their own morals and values in their approach to care.
This is seen in how some CHWs are willing to go outside their “scope of care” – or dictated job
responsibilities and boundaries – in order to provide what they feel is the best care possible for
their client. These workers are also impacted by the care they provide in terms of secondary
trauma – that is, trauma that is experienced by the CHW through hearing and/or witnessing
traumatic events of the client. Even if the CHW is not a survivor of trauma themselves,
secondary trauma can still build up and negatively impact these workers (Berthold 2016). In this
case, they must know when to remove themselves, professionally, from a situation in order to
continue being able to effectively provide care as well as how to practice self-care. While this
chapter will primarily focus on top-down approaches to defining and regulating the care work of
CHWs and their approach(es) to care, it weaves together top-down and the grassroots levels.
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Ultimately, CHWs are impacted by the top-down approaches that attempt to define their care and
thus negotiate and tailor unique responses in order to offer the best care possible to their clients.

Authoritative Perspectives Shaping the Economy of Care of CHWs
There are a variety of authoritative gazes that shape the moral economy of care in which CHWs
operate. These take the form of laws, policies, and scope of care – all of which dictate and define
interactions. As a result, these factors, along with the structural violence experienced by the
client population, directly influence and impact the economy of care of CHWs. Drawing on
Ticktin’s (2011) politics and regimes of care, authoritative views on health and the distribution
of health resources through policy and law are crucial in understanding the broader constellation
of factors that shape the care landscape. Understanding how these authoritative gazes shape the
economy of care is essential given the nature of power in society. Wilkinson and Kleinman
(2016, 162) expound on the structural vulnerability of care workers, noting how they are “among
the lowest paid in our economy, have little political power, and occupy positions of low social
status” and “tend to be women from lower socioeconomic groups…classified as immigrants or
people of color.” Thus, analyses regarding these authoritative gazes must understand the
construction of care, the environment in which CHWs operate, and how they navigate the
designated scope of care.
First, there are a variety of federal laws that have had varying impacts on CHWs and/or
have shaped their economy of care. The ACA of 2010 was a symbolic step in recognizing this
workforce and establishing potential streams of funding for developing this role as an official
member of the health care team (Bovbjerg et al. 2013a., Shah et al. 2014). Moreover, the group
of stakeholders who wrote the portions related to CHWs in the ACA included prominent CHWs
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– thereby including them in the monumental piece of health care legislation in recent decades in
the U.S. (Bovbjerg et al. 2013a). Although the funding that was to be allotted to the CHW grants
was cut during the markup of the bill, the recognition provided by the ACA was vital (Bovbjerg
et al. 2013a). The ACA recognized CHWs in multiple sections of the law including area health
education centers (AHECs); hospital admission reduction, patient centered medical homes
(PCMH) and community health teams (PHT); maternal, infant, and early childhood home
visiting programs (MIECHV); hospital community benefits; and grants to promote the
community health workforce (Maricopa County Department of Public Health 2013).
Other federal laws and programs have impacted the landscape of care encountered by
CHWs. The Health Insurance Portability and Accountability Act (HIPAA) of 1996 made waves
in terms of how privacy and security would be applied to safeguard patient medical information.
This federal law shapes the environment in which these workers operate in aiding their clients as
well as their ability to fully help them with particular issues. Medicaid, a joint federal and state
health insurance program, is another prominent program with impacts for CHWs. Medicaid can
add legitimacy and impetus for employers to hire these individuals, depending on how each state
defines the program’s relationship to CHWs. In Indiana, CHWs had been able to have particular
services reimbursed if approved by the licensed physician. However, the governor’s workgroup
has collaborated with the Office of Medicaid Services (OMS) to draft a set of billable Medicaid
codes for a variety of CHW services. In this way, Medicaid reimbursement has the ability to
increase interest, acceptance, and legitimacy of CHWs in the broader health care workforce.
Furthermore, the care provided by these workers is framed by several smaller scale
authoritative factors including the national CHW code of ethics, the broad scope of care outlined
by training they receive, and by specific employer/organizational guidelines. Thus, CHWs are
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managed through federal laws, national code of ethics, and scope of care outlined by both their
certification training and by further specifications/training provided by their employer. CHWs
must know the relevant laws, policies, and scope of care in order to effectively (and properly)
provide care and services to their clients. These authoritative gazes on care and its provision also
mesh with the individual values and morals possessed by CHWs. While CHWs were impacted
by restrictions, laws, and regulations, their shared membership in the community was key in
providing care. Beverly explained:

Because health education is what we do…we are just out in the community. We are in the
mud with the people. We are right there in the trenches with them. Helping them, letting
them know that we understand a lot about what they are going through. We are out there
talking to people and listening to them…When people really feel that you have a sense of
really caring about them and their wellbeing they tend to open up a little bit more to you.
So you are really a community health worker almost all the time. So, besides education
you are just with people where they are.

This trust and unique understanding of the issues present in the community is vital
despite restrictions placed on the care they are able to provide. CHWs are impacted at the
grassroots level as authoritative policies, regulations, and laws impact their clients and the ability
to provide care. Operationalizing trust and commitment to the community created a moral
obligation for CHWs toward their clients and provided justification for instances in which they
felt the need to go outside their scope of care. These workers can also offer crucial information
with respect of how to adjust and change policy and law to be more effective for their clients.
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Each of these overarching laws, policies, and frameworks impact the care CHWs provide in a
variety of different ways.

Specific Policy Impacts
The Affordable Care Act (ACA)
While these laws and policies provide health insurance or guidelines regarding patient care and
information, they have had different impacts on CHWs and their work. When asked about what
broad impact that the ACA has had, most participants responded that it has had a positive
outcome for their clients. Whether or not they were able to find health insurance through the
ACA marketplace itself, participants described that many other clients were able to get insurance
through the Medicaid expansion that former Governor Mike Pence accepted in 2014. In Indiana,
this is known as the Healthy Indiana Plan 2.0 (HIP 2.0). When asked if the ACA has had specific
impacts on their position, the majority of participants responded that it has had no difference or
not impacted their job at all. Nonetheless, other CHWs recognized the legitimacy and name
branding the ACA afforded the position. Leticia stated:

Especially with the ACA, that first discussion about naming them in the ACA, saying that
they could be grant funded, even though there was no funding behind it so that’s just a
start up right there. That just gave us the legitimacy, all that before was just grants. So,
we are now at the point where we are right at the opening of the door for health care and
community health workers walking through so I’m excited about that.
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Leticia further expanded on how the ACA provides a sense of legitimacy as a specific
impact for this position:

I think the ACA legitimized [community health workers]. Like I said, it [community
health worker position] was before something like it was in a grant, you named it in a
grant or whatever, but for some reason when it’s a law, when it’s something like a federal
law especially, it legitimizes the community health worker. And for me it’s been a great
opportunity for us to say “it’s in the ACA, it’s a need, we have these health disparities,
we have this rising cost of health care, this makes sense.” I know have the word – as we
say in the bible – to preach the word – on community health workers.

Although Leticia felt the ACA made strides on name branding and adding a sense of
legitimacy codified within federal law, other participants were not so sure. Lucia offered a more
nuanced point of view regarding the specific impacts of the ACA on both the client population
and these workers. While she recognized the positives such as mentioning CHWs by name,
Lucia noted how it has also had negative impacts for some segments of the population:

It [the ACA] has also been negative in that it’s caused some health care to go away for
some of our populations. People become more aware – well, health care being available
for individuals who are undocumented. Now that there’s a way for hospital and clinics
for measuring their effectiveness and so what that’s done is almost like the collateral
damage is because these individuals are high-risk or noncompensative, there’s no way to
get compensation by treating them, then we won’t treat them. So that’s been a common
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thing to happen with a lot of health care systems…they become collateral damage, so that
would be the one thing that is negative. But creating awareness for the profession has
been good so it’s kind of been both [positive and negative].

Lucia was also apprehensive of the official titling the ACA gave through recognizing the
term “community health worker.” She argued, “the problem with name branding something like
that is that if it doesn’t fit people just can’t figure out how to [use it] – it’s too rigid. It would
have been better to mention it [CHW position] by function, ‘the functions provided by these
individuals, otherwise known as CHWs…’ that would have been much better.” In this way,
Lucia asserted, the ACA could have left more flexibility in terms of utilizing and implementing
the CHW model.
Despite the need for legitimacy through federal recognition and name branding, other
participants also noticed some negative impacts of the ACA in their communities. Juana and
Carmen described how, prior to the implementation of the ACA, their hospital ran a volunteer
clinic for anyone who was uninsured. The clinic saw a collection of poor uninsured rural Whites,
Blacks, and undocumented immigrants. Services provided at this volunteer clinic were either free
of charge or on an income-dependent sliding fee scale. This included getting lab work done for
free and being able to see a specialist for as low as $20. As a result, this clinic served as one of
the only places in which undocumented immigrants were able to receive (and afford) health care
in the community. Juana and Carmen informed me that once the ACA and HIP 2.0 came into
affect, many of the poor White and Black patients at the clinic now had some form of insurance
and stopped going. The clinic was shuttered due to a reduction in patients, despite the ongoing
need in the undocumented immigrant community. Despite the closing of this clinic, there is still

192

a core group of volunteer medical doctors that have been willing to see and provide care to the
undocumented immigrant population.
Lastly, efforts by the Trump administration to repeal the ACA has caused issue for the
clients of some CHWs and has largely left uncertainty in terms of assessing its impact for
CHWs. Andrés explained how his clients had been repeatedly dropped from HIP 2.0 before the
patient’s term had ended, with the a caveat that they could reapply immediately. He also
lamented the complicated system for reapplying and found it to be a large barrier in signing up
clients for insurance. He was also skeptical of a repeal and feared the implications for his clients
if this became a reality. Sofía, a CHW, also described her disillusionment with many people in
Indiana who could not seem to get past President Obama in terms of their conservative slant as
well as their unwillingness to use the Marketplace or recognize that HIP 2.0 is a direct result of
the ACA. Overall, the ACA has had both positive and negative outcomes for these workers. With
the current attempts to repeal the legislation, the future and long-term impact on the position in
addition to the impacts on HIP 2.0 remain to be seen.

Medicaid [Reimbursement]
Although specific CHW services in Indiana have been technically Medicaid reimbursable (upon
written instruction by a licensed physician), the majority was in fact not easily reimbursable.
However, a major thrust of the governor’s workgroup was to draft and implement a set of
Medicaid billable services. These billable codes would be vital in that they specifically address
CHWs as being solely able to provide services that would be reimbursed. CHWOI and Lucia
hoped that naming “CHWs” in the draft as the sole job category that performed these services
would lead to more uniformity regarding the myriad of titles in the state for these workers. Lucia
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asserted that once the Medicaid codes were instituted, employers would retitle their positions as
CHWs (and get their workers certified), hire more CHWs, and, thereby, garner more legitimacy
throughout the state. In this way, Medicaid reimbursement may serve as a crucial mechanism to
expand the utility of CHWs, lead to further name recognition, and a further sense of legitimacy
throughout the state.

HIPAA, HIP 2.0, and Other Federal and State Government Benefits
Several other policies and laws have had direct impacts on CHWs both at the federal and state
level. HIPAA was a landmark federal law passed in 1996 that covered a wide swatch of issues
related to health, insurance, and other topics. For many participants, HIPAA mostly has been
relegated to learning forms and privacy assurances. For several CHWs, they understood the
value of the law but found it to be a barrier to providing care for their clients. Laura, a CHW who
works primarily with Latino families, explained how privacy laws and the framework provided
by HIPAA serves as a barrier in providing patient care. She explained that the entire family is
involved in the care, and that does not always mesh well with HIPAA, which is focused on the
patient/doctor dynamic, whereas the family unit tends to be intimately involved in the patient’s
care among her Latino clients. Likewise, Carmen complained that she spent more time reviewing
HIPAA privacy procedures with the client than actual time spent with the doctor, She says,
“They are obsessed with covering their butt legally. There is more time spent on HIPAA than
with the doctor. I have no problem with HIPAA being important but that’s driving everything
now.” Thus, while this federal law was crafted with the moral imperative to protect patients in
the health care system, it can impede the provision of care to those most in need.
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I also encountered some difficulty when shadowing research participants regarding
HIPAA, privacy, and trust in the CHW/doctor/client encounter. I spent a day shadowing a CHW
who worked with a doctor at a volunteer clinic. Although I refrained from taking notes while
shadowing, I somehow felt as through my presence was infringing on the dynamic of the free
clinic. Isabella explained to clients that I had been trained as a CHW and that I was doing a
research project on the work she did – and they were seemingly not bothered by my presence.
Aside from this, there is something seemingly sacred in regards to the privacy and trust between
a CHW and client. Therefore, when shadowing participants I felt that I felt at times as though I
was infringing on this delicate and intimate relationship. I felt as though my presence was
intruding and possibly damaging to the relationship cultivated between client and CHW.
Although HIPAA and the wider protections of patient privacy could serve as a barrier to
the provision of care, some participants drew inspiration in strengthening their own approach.
Aside from covering confidentiality, HIPAA, and other relevant policies in the certification
course, students are also taught to emphasize their observation and listening skills. These topics
were seen in the photovoice project. During her workday, Isabella snapped a photograph of a
sign at a hospital and reflected on its meaning as a CHW (Figure 13).
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Figure 13. “Must have big ears, big eyes, and a very, very small mouth.”
Observation skills are emphasized in the class as having “big ears, big eyes, and a small
mouth.” In her photograph, Isabella melded the concept of authoritative laws, such as a HIPAA
and other privacy policies, and observational skills together as a reinforcement of her training as
a CHW – of being observant, giving the client space to talk, and maintaining a strict sense of
privacy. Isabella thereby reinforced her own skills and training as a CHW by following the
stringent regulations of HIPAA while also strengthening her relationship with clients. By
allowing her patients to open up to her and keeping what is said to her between her and her
client, Isabella fostered an enhanced level of trust. The regulatory reminders, captured by
Isabella in Figure 13, served as a positive reinforcement of her training.
Given that the CHW training also emphasizes the need for CHW-client privacy and
confidentiality, HIPAA serves as a reinforcing aspect of this training. Isabella emphasized that
hearing the client and keeping those conversations private can be two of the most critical aspects
of the CHW-client relationship. She stated, “So I don’t have to say much – I just need to be
there, I have to be present, and I have to be a good listener…but always keeping in mind to keep
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that discussion private unless it needs to be discussed with the boss lady [laughter].” Thus,
despite participants’ critiques about these authoritative laws, some also drew positive
reinforcement from them.
HIP 2.0 was the result of the Medicaid expansion in Indiana in 2014 and was built off of
the framework from the original Healthy Indiana Plan (HIP) that was launched in 2008. HIP 2.0
is a state-funded health insurance program that individuals qualify for as a resident of the state
and fall within certain federally set income guidelines. In 2015, then-Governor Pence negotiated
with the Obama administration to accept the Medicaid expansion to use federal funds to pay for
individuals between 100 and 138 percent of the federal poverty guidelines (Semuels 2016). But
the state of Indiana would expect that beneficiaries contributed a set amount of money monthly
to access this insurance. The contribution is set in a savings account for the beneficiary and a
portion of it is then applied to medical bills. While this plan provides expanded insurance
coverage for many in the state of Indiana, poor families still suffer (Semuels 2016).
There are also several federal, state, and local programs that impact CHWs at the ground
level. Some CHWs described encountering discrimination against marginalized populations who
attempted to access state programs. “On My Way Pre-K” is a state funded program that provides
grants to four-year-olds from low-income families to help them access high qualities preschools
prior to entering kindergarten. Carla, a CHW who works primarily with the Latino community in
southern Indiana, explained that the state had recently enacted change to this program, which
required that children enrollees must be U.S. citizens. She explained:

I think it was two months ago, this family was here applying for asylum for Venezuela
and it’s like they can’t join this because they’re not citizens and to me that’s B.S. because
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it’s not fair to the kid, I mean they’re just looking for a better life and you’re saying that
they can’t go to this program because they’re not citizens? So that’s what makes it hard.

She also brought up other challenges faced by her immigrant clients in terms of federal
and state health insurance programs and other benefits. Immigrants who have become legal
permanent residents must wait a minimum of five years in order to qualify for programs such as
Medicare, Medicaid, and Children’s Health Insurance Program (CHIP). Carla explained:

Even with insurance you have people who are permanent residents here that have to wait
five years to get any type of insurance, they are just limited to emergency services unless
they make a certain amount of money then they can apply for marketplace and even so
it’s expensive, it’s not affordable, and it’s not fair for those people who are fighting and
went through the process of citizenship. For them have to wait that long to get health
care, that’s another thing that makes it difficult for a lot of my families.

In this way, issues related to immigration status and socioeconomic class are prevalent
social determinants of health further exacerbated by government requirements and regulations.
Alternatively, Bob complained that government regulations and rules that are set up to help
individuals in need sometimes create difficult situations and/or provide benefits that do not help
clients all that much.

Government regulations and rules [are the most challenging]. And of course, with the
money and reimbursement issues. They [clients] qualify for certain things, they don’t
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qualify for certain things. A lot of regulatory stuff. And I would venture to guess that’s
pretty frustrating across the board, not only us but all medical and health services.

He related a specific instance regarding regulation and how it impacted a client’s food
stamp allotment. “You talk to them or ask them, ‘Ok, well how much in food stamps do you
get?’ ‘I get $5.95 a month.’ What?! What?! What is six bucks in food gonna do you?! But
because of the [government] formulas that’s all they can qualify for.” Although the calculation
and allotment of food stamps demonstrates the federal government’s politcs of care towards its
citizens, its translation to the grassroots level demonstrates its apparent uselessness for the
recipient. Thereby, the CHW must now fill the gap in finding additional resources for the client.
Thus, these laws, policies, programs, and benefits serve as key challenges for some CHWs
within the economy of care as they attempt to find resources and aid for their populations.

Funding CHW Positions
Many of the CHW positions are also regulated through the ability of employers to find funding
for them. The length of time these workers are employed can be tenuous at best, since they are
often funded through grants that may only last several years. Many social services or health
organizations write an application for a grant-funded position that may or may not receive
additional years of funding and/or become institutionalized in the employing organization.
Furthermore, these positions may not provide enough pay or benefits for many people to truly
consider as their primary source of income.
Several participants spoke about their concerns regarding funding of these positions and
how this affects salary and length of employment. Renata, a CHW who works for a county
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public health department in a large city, explained how she originally came into her current
position. She explained that when she took the position, it was only a 2-3 year funded position
that would specifically target issues regarding lead poisoning. Her employer explained that no
guarantee could be given for additional years of funding. Renata had been unhappy with her
former position, so she was willing to risk this short-term funded position. Over the course of
time, in which the department allowed her mostly free reign to develop the position, the health
department informed her they would be moving the position to “general funding” and thereby
institutionalized her position. The department also expanded her position from focusing on lead
to focusing on health in general.
However, for other participants, there is a dearth of long-term and well-paid CHW
positions. Miguel, a CHW who had worked for a social services organization in Southern
Indiana, had to leave his position shortly after I met with him. He explained that he took a
position with a health insurance company that offered better pay and benefits. Miguel still draws
on his CHW training as he does outreach to over 19 counties throughout the southern part of the
state. Ximena, a recently trained CHW, had taken the certification class due to having been laid
off from her job at a health insurance company. She had been unable to find work after finishing
the class and eventually had to take a job with a different insurance company in order to have a
job will steady pay and benefits. Ximena lamented that in her area there are not more
organizations hiring CHWs and is now only able to do this type of work as a volunteer. She
explained that while her passion is in line with CHW work, the lack of these positions forced her
to resume her work with an insurance company.
In spite of these issues with funding, hospitals in major cities such as Indianapolis, Fort
Wayne, and Evansville have hired CHWs within the past year. And as Medicaid reimbursement
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continues to go into effect with CHW-specific billable codes, the amount of positions and those
that are more securely funded will likely increase. While the position continues to grow in
recognition and viability in Indiana, the majority of the CHWs in this study did receive pay for
their work (n=32), with an additional ten participants explained that they were both paid and did
volunteer work. On the one hand, CHWs working in Indiana have access to paying positions. On
the other, questions of sustainability and adequate salaries presented issues for some employers
and CHWs.

How Being Paid Shapes CHWs’ Attitudes toward Care
Previous research has explored the debate between stakeholders and CHWs at the grassroots
level regarding pay (Closser 2015; Maes 2015, 2017; Maes and Shifferaw 2016; Maes et al.
2014, 2015; Nading 2013, 2014; Takasugi & Lee 2012). Many of these scholars draw on the
framework of moral economy in order to assess how employing organizations view paying
CHWs as potentially tainting their purportedly “inherent” drive to help those in their community.
Maes (2015) described how nongovernmental organizations (NGOs) that hire CHWs in Ethiopia
defended not paying CHWs due to the care they offer as being considered “priceless.” These
employers argued that “mental satisfaction” is compensation enough for CHWs. Maes (2015,
108) also explored this topic with well paid Ethiopian public health officials who argued that
CHWs should remain as volunteers in order to not “‘ruin’ or ‘crowd out’ the intrinsic
motivations, values, and religious beliefs that underlie CHWs’ capacities.” However, at the
ground level, CHWs interviewed by Maes revealed that earning an income or an increased
amount would not change their intrinsic approach toward care.
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Nading (2013, 2014) also explored the issue of pay among CHWs (known as brigadistas)
in Nicaragua. Nading revealed that CHWs were “ambivalent” toward their pay as it signified
them as belonging to a professional health service but also was a reminder of their structural
vulnerability shared with their fellow community members. Moreover, the government of
Nicaragua removed a provision that had ensured their pay and thus Nading states that CHWs
were reimagined as “citizen-volunteers” by the government. Closser and Jooma (2013) argue
that CHWs should be paid livable wages in order to better support these workforces. As a result
of these studies, which have taken place in global health settings, I also decided to explore and
contribute to this topic in my research with CHWs.
I posed a question to participants in this study regarding their feelings on being paid
versus unpaid – and, additionally, whether or not this would change their approach to care. After
allowing the CHWs to answer, I briefly explained the studies carried out by Maes, Closser, and
Nading and how this topic has played out in the developing world. Thirty CHW participants said
candidly that being paid would not change their approach to care and, in fact, being unpaid
would hinder or completely end their ability to participate in this line of work. Participants
resoundingly asserted that being paid and/or receiving an increased pay would not change their
approach to their work or somehow taint their motivation. Frank, a CHW, argued “I don’t think
you’re going to pay people enough in this business to dis-incentivize them.” Similarly, Andrés, a
CHW, argued:

To be honest, from my point of view I would say that yes, you need to be paid in order to
survive. But it’s not like a main thing for me because you have to have that desire. You
have to have in yourself the desire to work with people, you know, it’s something innate
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that you like to help people but of course I got the opportunity through this organization
to be paid for that, which I enjoy the payment but at the same time it’s kind of equally
enjoyment – not just for getting paid for that job but it also really rewards me on a
personal level that I really feel comfortable and very open to help people no matter what.

Andrés and other CHWs argued that it is necessary for employers to pay a livable salary
but also understand that the work they perform is difficult. Participants explained that an
individual truly has to be motivated to do this work and that increasing pay will not be enough to
cause someone to lose or instill a sense of moral fortitude to conduct this work. The moral
inclination to do this work was initially inherent and pay is necessary to carry out the work and
maintain this work as a feasible source of employment. Other participants echoed this sentiment
in explaining that they had already had experiencing doing this type of work for free, so being
paid at all was a perk in itself. Jim, a health program director who oversees two CHWs,
explained:

If you get the heart and the compassion and the desire to work in their heart first, you can
shape the rest. But you’ve got to have that foundation to begin with. Of course, if you pay
them they’re going to stick around, they can’t stick around if they’re not going to feed
their families.

In the U.S., participants viewed earning a living as setting a foundation from which they
could grow in their position. Paying a livable wage was a key factor, but finding the individual
who has the heart and desire to work, as described by Jim, was just as vital. Critically, there was
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never an indication that paying (or paying an increased wage) would somehow taint this inherent
drive. Rather, providing CHWs with a salary increased their capacity to work and deepened their
obligation to their position. Carmen explained:

Yes, ideally the program should be training that promotora especially on the medical end
of things but also how to handle people, paperwork, and all of that. And like anything
else your volunteers that are totally unpaid have the freedom to say “I can’t make it, I
can’t do this, I can’t do that,” if you have an important health fair – “we’re going to be on
vacation, I’ll be with my grandchildren,” whatever, so that paid position you’re going to
get more of a response – an obligation.

In this case, adequate pay was seen also as a foundational component of developing a
promotora/CHW program. Thus, in the context of the U.S., providing a livable salary was
viewed by both program directors and CHWs as an essential component for facilitating this kind
of work. In fact, being paid little actually had a negative impact on the work of CHWs. Bianca, a
CHW who was low-paid for her work through a stipend, explained:

Being paid a stipend was helpful, but not enough. It did change how I approached my
work. From the beginning, I was aware I was not doing the work for the money.
However, sometimes it was discouraging to earn so little – it made me feel like my work
as a community developer, case manager, and family ministries team member was not
really valued or considered a priority.
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Ultimately, the majority of participants were in unison regarding the issue of pay as not
being an issue that would cause them to lose or taint their motivation for their care. Paying
CHWs was seen as vital among the workforce as well as it not changing their motivation or
moral foundation for how they approach their care work. In fact, the opposite was true if not paid
or paid well enough – as Carmen described the pay an individual receives as an issue of respect
and Bianca felt discouraged and as though her work wasn’t valued. Likewise, Maes et al. (2014,
e8) assert “the goal to improve CHW policy and practice – in multiple political contexts around
the world – requires treating CHWs like global health actors and not as resources to be better
exploited through technical quick fixes.” This statement is also true in the U.S., where various
states employ and utilize CHWs in different capacities. While the government of Indiana has
identified this workforce as a potential resource to fix gaps in health care, it will be vital that
CHWs are viewed as a legitimate health actors providing a distinct service – and adequately
compensated as such.

Registration vs. Certification vs. Licensure
Each state and/or local government regulates the CHW occupation across the United States.
Depending on the system in use, it can be difficult for CHWs – both in terms of employers hiring
CHWs and/or the individual seeking employment in another state. Regulation of some kind is
seemingly required – especially as the position continues to attempt to gain recognition in the
broader workforce. Several different forms of regulation are present for jobs that demarcate
scope, level of training, and overall protection regarding the title of the position (i.e. who can
actually call themselves by a particular job title). While a variety of occupational regulation
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exists, the three primary forms were considered for CHWs by the governor’s workgroup in
Indiana included registration, certification, and licensing (Hemphill and Carpenter 2016).
Registration served as a regulatory model in that it provided a list of anyone serving as a
particular job. It offered minimal protection of the position as well as detailing scope of training
related to the job. Lucia and her organization had sought to move toward a more official means
of regulation. As CHWOI has continued to develop and unify the CHW model in Indiana, they
have adopted a training model and certification that was awarded recognition by the Indiana
State Department of Health. This certification is awarded after attending a two, non-consecutive
week course of 70 hours. Lucia had described this certification as being instrumental in terms of
serving as a pseudo-degree that CHWs could point to as a foundational training when applying
for work.
Licensing is the most stringent means of regulating a job category. However, this form of
job regulation would potentially create a barrier for this workforce. During a webinar by policy
experts in a governor’s workgroup meeting, they listed several downsides for particular
individuals in terms of licensing. The primary barrier for earning a job license was related to
limitations for specific populations, such as immigrants (difficult to license depending on work
authorizations and foreign training), individuals with criminal history (may be disqualified from
holding a license), dislocated or long-term unemployed, and low-income (hard to afford the
licensure). As many CHWs come from these populations, this level of regulation would serve as
a barrier due to cost, legal status, or previous criminal history. Additionally, it would likely
transform the position or see to its demise, as the members that make up the position could no
longer be a part of it. Although licensing and its requirements would need to be developed, Lucia
and CHWOI viewed this type of regulation as being too steep of a barrier for many CHWs. As
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many of the CHWs share a similar socioeconomic status with their clients, the barriers of cost to
attain a license could be a crucial factor in hindering their participation as a CHW in an official
capacity.
Deciding on a regulatory model for CHWs is a vital component in order to increase their
legitimacy within the broader workforce. The previous chapter described how certification can
serve as a legitimizing mechanism regarding the medical citizenship of CHWs. While several
individuals in the governor’s workgroup skewed toward licensing as the occupational regulatory
model due to its stringency, it could serve as a barrier for the majority of the current and
potential CHW workforce. Although these members may have been motivated from a mindset
that would demonstrate that licensure of the CHW position would further legitimize the position
compared to certification. As a result, advocacy and further inclusion of CHWs on the
workgroup is sorely needed to further add their agency into the discussions and decisions to
regulate their own workforce.

Justifying & Legitimizing through Cost-Effectiveness
Justifying the use and employment of CHWs within the broader workforce – especially related to
health care – is often viewed as an issue of cost-effectiveness or return on investment. Despite
regimes of care in the form the of the governor’s workgroup, which is seeking to legislate and
develop this position to achieve ameliorative health outcomes, employers and the health care
field want to see an ROI or improvement to their bottom line. Studies that demonstrate the costeffectiveness of CHWs are lacking in spite of the few that exist showcasing positive returns
(Allen et al. 2014; Brown et al. 2012, Brownson & Heisler 2009; Brownstein et al. 2005, 2007;
Cross-Barnet et al. 2018). This is also largely due to the fact that CHWs remain on the fringes of
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the health care workforce and thus studies typically focus instead on short-term CHW projects
and focus on their ability to produce health outcomes.
CHWs in this study also discussed the issue of cost-effectiveness and how it often
overlooked in studies carried out with their population. Carmen exclaimed, “One thing that
concerns me is the lack of value put on the role of the community health worker in saving cost –
and cost runs everything!” In this way, she recognizes the need to demonstrate not only the
positive health outcomes of CHWs but also how they can serve as a cost-effective employee.
Carmen also critiqued the notion of putting money into apps and other high-tech means of
reminding people of their appointments, but without understanding why a person is not at their
appointment. She argued how the CHW could ensure a client gets to the pharmacy, gets their
medicine, understands how to take it, and have additional follow-up care. Carmen argued “that
would all be covered if we were part of that team – but again you have to put value on that and
I’m afraid to actually cash value that – ‘this community health worker will save us $50,000 a
year so we’ll pay her $25,000’ or whatever. But I constantly see that resistance.” In this way, she
also identifies how CHWs may also find themselves underpaid for the work they due as an
additional component of cost saving. Finally, Carmen lamented, “We’re always missing
something for a lack of coordinating care all the way through.”
Lucia also had some idea regarding the issue of authoritative perspectives legitimizing
and utilizing CHWs solely through cost-effectiveness and/or return on investment. She argued
for studies that demonstrate how CHWs positively impact the economy through maintaining a
healthy workforce. She asserted that their care and impact ripples beyond understanding why
people cannot make it to an appointment but also impacts absenteeism and loss of income – both
for the individual, their employer, and tax revenue. She specifically suggested looking at how
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CHWs maintain a healthy workforce, and how that might be attractive for companies such as
Amazon, who is currently building new warehouses – thereby leading to job growth and
development in the local communities.
This apparent need for CHWs to justify their contributions to the health care landscape in
the form of improving the bottom line for employers reveals how neoliberalism has fully meshed
itself within the health care system. The potential for CHWs to gain any form of medical
citizenship within the health care workforce and broader workforce in general rests on their
potential employers to see not only positive health outcomes but also a return on investment.
This is apparent as the regime of care in Indiana has been to institute the CHW model to increase
its utilization and positively impact health outcomes throughout the state – one means of doing
so is through utilizing Medicaid reimbursement. While this may be one step toward further
inclusion, CHWs will still likely need to produce positive “health” outcomes on the bottom line
of the employing organization. Participants, such as Carmen, see how this might affect the
position in the long run as employers may then justify paying barely livable wages. Overall,
recognizing the impact of cost-effectiveness and/or return on investment when instituting CHW
programs and models will be vital so that the vision of positive health outcomes by the
authoritative actors is not lost or seen as the fault of the worker.

The Governor’s CHW Workgroup
In October of 2017, the first Community Health Worker Workgroup was convened at the Indiana
State Department of Health (ISDH). The governor of Indiana, Eric Holcomb, at the behest of
then Indiana State Health Commissioner, Dr. Jerome Adams, wanted to inquire about utilizing
CHWs in a more official capacity to improve health throughout the state. This group included
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fifteen stakeholders from a variety of organizations that were tasked to institutionalize the CHW
model in the state. These included hospital representatives, local university public health
professors, insurance providers, Department of Workforce Development (DWD) for the state of
Indiana, public health departments, and the leaders of two CHW groups in Indiana. The primary
goals of this workgroup would be to decide on a set of competencies and roles for CHWs and
decide how they should be reimbursed for their services. Other primary goals of the group
included deciding on the definition of a CHW, choosing a regulatory framework for this position,
and adopting a training program. The group met monthly in order to work through these goals –
especially as they moved toward instituting Medicaid reimbursement for CHW services.
These various experts came together in order to refine and adopt a state-approved CHW
model. In my interview with one member of the workgroup, Dr. Hannah Maxey, an assistant
professor at the Indiana University School of Medicine and Director of the Bowen Center for
Health Workforce Research and Policy, she explained that the lack of organization regarding
training, vendors, an “official” model, and definition stood as barriers to supporting this position.
Each of these stands as obstacles to the recognition and legitimization of the CHW model in the
state. Especially given that the government of Indiana wants to implement these workers in order
to address social determinants of health, overcoming these barriers were a key focus of the
workgroup. Dr. Maxey further explained that, in terms of policy, CHWs were being viewed as
complementary pieces to professional clinical health care workers due to their emphasis on
outreach and nonclinical skills.
However, there was also friction between the workgroup members in regards to which
activities CHWs should be focusing on. Many emphasized the medical aspects of CHWs – that
is, focusing on activities that can be directly measured as having a health outcome such as
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chronic disease management and health prevention presentations. Lucia often argued for
including the social aspects that CHWs participate in and for those who do not work in a medical
professional environment but rather in a social services organization. This tied directly into
conversations regarding what CHWs services should be reimbursable – this being described
further in the following section.
The workgroup also decided that certification would be an important means of regulating
the workforce while also providing enough legitimacy to provide reimbursement through
Medicaid. During our interview, I asked Dr. Maxey about the certification serving as a barrier for
some CHWs – especially those who may be undocumented, unable to afford the classes, or were
for some reason or another unable to gain the certification. She emphasized that although they
would be unable to receive reimbursement for any services provided, these individuals could still
work in the capacity of a CHW. Thus, while certification was decided as a key factor in terms of
legitimacy of the workforce, it could serve as a barrier for some.
Ultimately, the workgroup put forth a set of recommendations regarding the
competencies, roles, definition, and set of CHW-specific, Medicaid reimbursable services. For
CHWs in the state, there are still many moving pieces regarding the direction of their position.
The workgroup’s approach to informing and aiding in the development of the CHW position in
the state comes largely derives from an authoritative approach as seen in Ticktin’s (2011) politics
of care. While the state is interested in developing a model that can address health issues and,
largely injustices in the form of health disparities (i.e. social determinants of health), the
approach can dictate more of what the state idealizes in CHWs – as seen by the fact that only one
true CHW, Lucia, is a member of the workgroup compared to the other 14 individuals. And,
while Dr. Maxey emphasized the role CHWs can play in reducing social determinants of health,
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the initial draft of billable services produced no reimbursable services that could truly address
these specific issues.
In March 2018, the first set of CHW reimbursable services was drafted by the workgroup.
Proposed covered services included education about physical, mental, or oral health in
conjunction with a health care team, facilitation of cultural brokering between individual and a
member/members of a health care team (specifically serving as a facilitator between Medicaid
member and provider when language/cultural factors are serving as a barrier to understanding of
treatment), education of member/patient to ensure that the application of treatment plan and
increase patient’s self-management health care plan, and providing health promotion services to
educate patients in chronic disease prevention. The draft also outlined non-covered services that
included enrollment assistance, case management, and advocacy efforts.
Lucia initially regarded this first set of reimbursable services with uncertainty. While it
included some essential CHW services such as cultural brokering, health education, chronic
disease management, and prevention, it focused heavily on services that were associated with
biomedical health. When I asked her what she would have ideally wanted to be included, she
stated that she wanted more focus on reimbursement for helping clients overcome social
determinants of health. Lucia asserted that just because a CHW educates a client on diabetes
does not mean that the client will be able to perform these actions – especially if the CHW is not
able to spend time with the client to learn exactly the barriers to care are. Ideally, there would be
billable time spent for CHWs to learn about the clients’ social determinants of health and aid
them in overcoming them. Also, the fact that non-covered services included advocacy efforts
demonstrates an initial attempt to remove this component of the model, at least in Indiana. Other
public health scholars have written about this as a potential side effect of legislating and/or

212

institutionalizing the CHW model (Arvey and Fernandez 2012, Bovbjerg et al. 2013a, Catalani et
al. 2009).
Lucia felt that the initial draft of reimbursable services was “thin and sketchy.” In fact,
the drafts did not even contain a definition of a CHW but rather included services that could be
reimbursed by anyone who “did CHW-like tasks.” Lucia advocated during the revisions and
drafting for these services to only be reimbursable by a certified CHW. She told me in a later
interview:

That’s part of the challenge is that people don’t recognize the title. They may be doing
the tasks and have these qualities but they don’t have the title so what’s the barrier to
getting that title identified? And a lot of times it’s the employer because the employer
doesn’t want to call them that [CHW]. But that’s about to change because as soon as
Medicaid reimburses for community health workers, everybody is going to want to be
one.

Despite her hesitancy with the title of “community health worker,” Lucia had worked
hard to implement this as the official title due to its previous inclusion in the Bureau of Labor
Statistics and other important documents. Moreover, her advocacy regarding the wording
changes in the Medicaid reimbursable billing codes was vital as a means to cement the need for
CHWs in the views of the hierarchical biomedical health care system. Lucia was also successful
in getting the workgroup to accept and include the APHA definition20 of a CHW in their drafts
and in other official documents regarding the CHW model in Indiana.

20

https://www.apha.org/apha-communities/member-sections/community-health-workers
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As the workgroup persevered through the following months, they looked at a variety of
means to regulate this workforce and ways to reimburse their services. They primarily debated
regulating CHWs through registration, certification, and licensing. Although licensing provided
the most secure means of protecting a profession, the aforementioned barriers proved to be too
steep for many who would be best qualified for the work. Registration did not provide a stringent
enough of a regulatory model but certification and training was deemed the key method to
regulating the workforce and would be accessible to the majority of the workforce and qualified
for Medicaid reimbursement. The taskforce also looked at several other states to assess how they
reimburse CHWs including Massachusetts, Nevada, and Ohio. Other states have reimbursed
these workers through Medicaid Managed Care, Medicaid 1115 Demonstration Waivers,
provider/employer authorized reimbursement for services, and through grants.
As of July 1st, 2018, CHWs began receiving reimbursement for a set of services in
Indiana. The Indiana Health Coverage Programs (IHCP) oversees the reimbursement of these
services. IHCP serves at the main hub for the state of Indiana to conduct business with Medicaid.
CHWs will need to be employed by an IHCP-enrolled billing provider and the CHW must be
supervised by an IHCP-enrolled providing including a physician, health services provider in
psychology, advanced practice nurse, physician assistant, podiatrist, and chiropractor.
Additionally, the CHW must maintain documentation demonstrating their certification from one
of the following health organizations: Mental Health Agency of Indiana, Addiction and
Recovery Support for Indiana, or HealthyMidwest21.
However, these covered services still focus strictly on biomedical issues. Specifically, the
services include “diagnosis-related patient education” for self-managing physical or mental
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These organizational names are pseudonyms.
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health (e.g. diabetes, depression), cultural brokering between a member and member’s health
care team (i.e. when language and/or socioeconomic factors serve as a barrier to understanding a
treatment plan), health education regarding chronic disease prevention, and “direct preventative
services or services aimed at slowing the progression of chronic diseases.” Services that are not
covered include insurance enrollment, case management/care coordination, arranging for
transportation and/or providing transportation to client, and providing direct patient care that
goes outside the scope of training/certification of the CHW. Several of the core functions of the
model such as overcoming social determinants of health and advocacy was not mentioned at all
in the official document outlining covered/non-covered services.
Furthermore, the ability to have CHWs officially reimbursable will likely raise the
awareness and employment of these workers but additional steps must be taken to expand
covered services and ensure that key services such as addressing the social determinants of
health and advocacy are not removed from this position. The politics of care within the
workgroup are underscored by their commitment to integrating CHWs within the workforce and,
through these workers, provide a means to improve health and relieve suffering throughout the
state. However, their overemphasis on addressing strictly biomedical related health issues
undercuts the full capabilities of these workers. Moreover, as the workgroup continues to codify
the model, it may increasingly shift the focus of CHWs toward an increasingly “apolitical” and
strictly biomedical focus as Nading has warned.
Overall, the workgroup did adopt the same core CHW competencies found in the
CHWOI certification course and the set of recommended services for reimbursement were
adopted. However, in further development of the model in Indiana, it will be essential to include
additional CHWs on any sort of official workgroup in order to allow CHWs their own self-
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determination regarding their profession. Underscoring this, the APHA adopted a resolution that
calls a working group that will propose policy developing should be comprised of at least 50
percent of self-identified CHWs in order to decide regulations, scope of practice, training, and
credentialing (APHA 2014).

Scope of Care
The work that can be performed by CHWs varies greatly depending on each organization and
this set of guidelines was often referred to as the “scope of care.” The scope of care is affected
not only by the definition of the position but also by employer guidelines/policies and state and
federal laws. The scope of care was a critical topic of the course and helped set guidelines for
this workforce that would then be adapted further depending on the employing organization’s
expectations of the CHW. Also known as scope of practice, which Berthold (2016, 34), drawing
on a Federation of State Medical Boards 2005 report, defines as:

…the rules, the regulations, and the boundaries within which a fully qualified practitioner
with substantial and appropriate training, knowledge, and experience may practice in a
defined field. Such practice is also governed by requirements for continuing education
and professional accountability.

While there was a wide range of activities each CHW may be involved with, there was
always a set scope of care within which they are supposed to remain. The scope of care covered
in the CHWOI CHW certification training is broad – given that the certification serves as a
foundational training and the employer of the CHW would further define the appropriate scope
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of care. The scope of care given in the training includes providing culturally competent health
education; informal counseling; case management services and referrals; recruitment of clients;
conducting initial interviews; community organizing and advocacy; and supporting clients in
accessing services and improving their health and wellness. The training also repeatedly
emphasized that CHWs must remain in their scope of care at all times and to recognize when and
if they might go out of scope.
However, given that CHWs had yet and continue to be formalized into the workforce,
several participants described having a scope of care that is too broad. This is true even among
well clinics and organizations that have employed CHWs for years. In our interview in July of
2017, Andrés who is employed at a clinic explained:

Well, as a community health worker, I think that – I know it’s a very broad job
description – but I think it has to be [have], hopefully in the future, a little more
definition. I know the people talk about community health worker pero [but] we don’t
have a specific definition, task, a model. I know this is still in the building process but it
will be nice to have a really defined description as a community health worker because
sometimes, believe it or not, we have to have some boundaries that we have to establish.
Otherwise we’ll be so overwhelmed that we won’t be able to function.

Andrés also explained that instead of needing to expand his role, further defining
boundaries would actually help him succeed more in his work as well as make the position itself
more appealing to potential employers. He argued “that [establishing more boundaries] would
really help to really define what a community health worker [is] – and it would be easy to present
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to hospitals and organizations exactly what is a definition of a community health worker and
what are their specific tasks and what are also the boundaries they have established.” In this way,
further definition related to scope of care would not only further define the role but also help
CHWs in terms of not becoming overwhelmed.
Other participants described staying in their scope of care even if they felt pushed to go
outside of it. Patricia explained that she has to “restrain herself” at times in order to not overstep
her boundaries and the scope of work she is trained to do. She explained:

It’s hard because it becomes personal and I don’t want it to become personal in the advice
that I give. I have to refrain and even with smoking it’s like ‘why can’t you just stop
smoking?’ – ‘we have all these tools’ - so you have to put the breaks on and I try not to
cross those boundaries.

In this way, Patricia had to remind herself to remain in her scope of care while also
respecting her client’s autonomy in making their own health decisions – even if these decisions
were deleterious to their health. She drew on the boundaries dictated by the scope of care and
was maintained a professional relationship with the client.
Some participants offered advice and ideas in order to address these issues. Leticia
explains how she has trained nurses to work in the capacity of a CHW. She stated that while the
nurse was in the role of the CHW, they were not to draw on their clinical skills, since there were
not manifesting the role of a nurse. She also offered an example of a CCHW who is also trained
as a medical interpreter. Leticia asserted that the individual’s first role is a medical interpreter
then they must serve that role first and foremost and remain in that job’s scope of care. Thus,
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being cognizant of the role an individual is currently fulfilling and staying within the pertinent
scope of care served as one means to address these issues. This concept was also echoed by
Juana, who oversees other promotora-trained medical interpreters at a large hospital in south
central Indiana. She explained:

I have to remind my promotora that when you’re doing something, I know that you want
to help the world, I know you want to solve that problem at the moment but when you’re
here this is what you are going to do. “Oh yes, I can think of this person needs this, this,
and this,” but when I am interpreting for the doctor I am not their social worker or
anything. You give your card at the end and say “if you need help, I do this [promotora
work], call me.” But just to have parameters and a scope of work.

There were also significant implications for going outside the scope of care. Martha
looked at these scope of care challenges as an ethical dilemma. She emphasized the need to do
the “right thing” when facing such a challenge. Martha asserted:

I don’t feel that I have to go out of my scope and personally I always look at it ethically –
am I doing the right thing? It’s a decision to stay within that scope, there’s no “you have
to go out of scope,” you do the right thing. It’s an ethical dilemma but to do your job
effectively you have to stay in that scope because if you divert for one challenge, then the
next challenge what do you do? Then the scope is totally distorted because you did not
stay in that scope. Your ethics are distorted and that impacts the scope if you go out of it.
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Then the scope becomes a non-scope because you’re making exceptions here and there
and the guidelines losing its effectiveness

Concerns about staying within the scope of care are reflective of the broader ambiguity of
the CHW model itself. Serving as both a strength and weakness, the flexibility allows these
workers to adapt to the specific needs of each client. However, this flexibility comes at a cost as
some CHWs found the potential to become overwhelmed given the lack of rigidity. In spite of
steps to correct scope of care issues, the problem persisted. The lack of oversight or jobs that
failed to designate solid boundaries or laws/policies that created barriers for clients caused some
CHWs to feel the need to go out of their scope.

Going Out of Scope in the Pursuit of Care
Despite a foundational scope of care in addition to an employer-defined scope of care, some
participants reported still going outside of the scope. Some reported feeling as though they have
to go out of their scope in order to effectively aid clients. Thus, in spite of laws, policies, scope
of care (or lack there of), and negative consequences, CHWs were willing to step out of these
boundaries in the pursuit of aiding the health of a client. In this way, depending on the situation,
participants justified going out of scope on moral grounds that superseded legal and/or an
employer’s policy guidelines.
A variety of situations caused CHWs to push the boundaries of their scope of care and
were variable depending on the client. For many clients, a perpetual social determinant of health
in the state of Indiana is transportation. The poor mass transit system caused many CHWs to feel
pressured to provide transportation for the clients to and from appointments. The majority of
CHW employers forbid this, due to liability and not having their CHWs covered to provide this
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service. In Jane’s earlier example, in which she had transportation issues related a shift in policy
regarding Medicaid cabs, she felt pressured to provide transportation for her clients in order to
help them make their appointment. This provides one example how policies aimed at helping
individuals with their health can have negative impacts at the ground level in pressuring CHWs
to go outside their scope in the pursuit of care.
Participants who were cross-trained and/or working as another job also faced issues of
feeling as though they had to go outside their designated scope of care. For medical interpreters
especially, this was a difficult situation. In their role as medical interpreter, they only serve as a
mouthpiece for the patient and doctor. However, those cross-trained as CHWs described going
out of scope and blending their CHW training. Carmen explained “I’m not supposed to do that
[advocate] as an interpreter, that’s one of my faults [laughter]. I advocate for my doctor [who]
prescribed something and I bring up ‘is this going to be costly?’ Because this patient is a total
charity care thing.” Aside from advocating during medical interpretation, Carmen explained:

As we are waiting in the appointment, I’m asking her other things, “do you have enough
food?” – Because I’m a volunteer at a local food bank. And I’m sitting there like “well, I
could take you over there later.” So as an interpreter I’m violating all kinds of things,
advocacy and chatting about everything outside but I do wear many hats…To me, in the
ideal promotora program I would have to address that because if she is not eating the
right food as a diabetic that’s why the wound is not healing, that’s why the kidneys are
failing, I get it…and I’ve gone through all these steps. I’ve since had to take her to the
kidney people.
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Despite the potential ethical dilemmas that could be encountered through stepping
outside the designated scope of care, Carmen justified doing so in order to provide sufficient care
to her client. In this way, Carmen feels justified as a means to provide total care to her client and
address the other social determinants present in her life.
Others who were cross-trained explained how they could integrate the perspective of
being a CHW into their current role they were fulfilling. Frank, who is a cross-trained CHW and
probation officer, explained how the training helped him broaden his view regarding criminal
justice – specifically into taking account the socio-political and health environment encountered
by his clients. In this way, the CHW model served as an additional component they could add
into their current work instead of as an issue that forced them to go outside of their scope of care
depending on their job.
Other participants asserted that regardless of the situation, it is imperative to always
remain within the designated scope of care. When asked if she ever felt as thought she ever had
to go out of her scope of care given a situation with a client, Martha explained:

No. Sometimes personally, not myself, but as others you want to help individuals but you
have to stay in your scope of practice. That’s not a negotiable because as a CHW no
matter what we feel personally we have to stay within that scope because there are those
individuals you want to help in ways that might divert out of the scope but the bottom
line is staying in that scope…I was challenged by this and I saw a person that was in need
of something and I thought “should I do this or should I not” because our hearts say we
want to help but sometimes we have to bypass that. I think it is fairness if you don’t do it
for one and then you don’t have to decide what do in each and every situation. It’s heart
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wrenching because you want to help but if you make an exception here then what do you
do the next time?

Martha offers an interesting caveat in terms of not making exceptions, since doing so
once may open Pandora’s box to each and every situation. However, these participants who feel
they must go out of their scope of care indicate the larger political economic environment that
exists for their clients. Although scope of care guidelines exist for each of the various CHWs and
cross-trained individuals, sometimes these guidelines are overstepped and justified through the
moral sensibilities of the CHW. The political economic context that impacts the structural
vulnerability of the clients directly affects their feelings and shapes their moral convictions in
terms of going outside the scope of care.

“You Cannot Pour from an Empty Cup”: Self-Care & CHWs
Due to their wide scope of care and typically facing limitations associated with structural
violence themselves, participants described various means to practice and achieve self-care. This
was also discussed in the CCHW course and was emphasized as an important skill to practice.
The care work, the political economic environment, and for many CHWs, the shared structural
vulnerability between themselves and their community all impacted their need to practice selfcare. Moreover, many participants reported never truly being “done” with their days, as several
described leaving their phone on after work hours and/or volunteering in other key events or in
advocacy. Marcellus summarized the how vital self-care is for CHWs in stating “It’s [self-care]
very, very important. You cannot pour from an empty cup.” This sentiment was also
encapsulated by Marcia “The ability for you to be healthy as well as the people you provide
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services too. And I say that because you are compassionate and you get so involved that you tend
to forget that you need to be healthy and safe as well so I think that’s one of the big issues that
we are confronting all the time.” Given the political economic context and the variable state of
employment as a CHW, avoiding burnout and compassion fatigue was crucial. Practicing selfcare is a vital component of maintain not only the health of the CHW but also their ability to be
effective in their work.
Many CHWs described having to learn to practice self-care. They described the first few
years of their work as willing to make themselves available all of the time to their clients and
adopt their clients’ health issues and problems as their own. However, as they became more
savvy and experienced, they nuanced their approach to certain clients as a means in itself of
practicing self-care. This was especially the case once a CHW had felt as though they had
exhausted all of their options with a client and provided all of the resources possible but the
client still could not find a sense of empowerment. Juana described this issue and how distancing
her life from her clients’ problems was essential to preserving her mental health:

I have learned that their problems are not my problems [laughing]. No, I always say
that…you cannot make their problems your own. You can give them the tools and I have
done that. You can give them the tools, but at the end they need to use them. Like I said I
work with diabetes, we are in your boat and we are here helping you or we can get out of
the boat. So it’s like…it has to be a partnership. I will help you as long as you are willing
to help yourself…But I know that I cannot solve all of their problems so that is part of my
own mental health.
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Gabriella also echoed these sentiments. Separating from the person who is using their
own agency to continue poor health choices has a limit in terms of preserving the self-care and
mental health of the CHW. Gabriella stated:

I have to be very able to go back and forth and in all of it understand that it’s people’s
decisions. While my heart goes out to the individual who is dying that has made poor
decisions and my heart goes out to an organization that is struggling, it’s not my problem.
I can’t take it home, I can’t own it, I do my best and I’m not going to lose any sleep over
it. So that’s pretty much the day but it took me years to get to the point that I don’t lose
any sleep over it. After the first four or five years of doing this fulltime with my
organization, I learned that it’s not my [problem].

Gabriella further elaborated how it is imperative to distance yourself from certain
problems such as an unwilling client as a means to be effective for your other clients. She stated
“I can’t be effective in a meeting if I’m boo-hooing about someone that I love dearly that is
choosing to die. I can’t function and advocate for the thirty-some patients that I need to advocate
if one has got me down like that. So it’s learning to balance that.” As a result, practicing self-care
and deciding when to move on from particular patients was not only an acknowledgement of
their own agency but also of the need to preserve the self-care and effectiveness of the CHW
themselves.
Unsurprisingly, participants were highly individualized when it came to the necessary
steps for practicing their own self-care. However, there were several common activities that
encompassed the practice of self-care, which included spirituality, prayer, meditation, reading,
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exercise, yoga, proper nutrition, hiking, camping, having “me” time, seeing a therapist, and
spending time with family members. Rhonda, a CHW, explained that she would put break
notifications in her calendar to remind her to take time during the day for herself. Andrés
described developing a skill for scheduling his clients. This was essential, as it not only
maximized his efficiency and effectiveness as a CHW but also to preserve his own mental health.
In this way, establishing boundaries during the workday was a vital means for both Andrés and
Rhonda as a means to infuse self-care within their workday a type of self-care to help them
through each day.
However, self-care was also a challenge for some participants. They described how selfcare could be exacerbated by the fact that they themselves are unsure of how to talk and seek
help for their own needs. This is also coupled by the fact that some participants described feeling
unable to slow down and take time for themselves. Rosa, a CHW and doula, explained,
“sometimes we [CHWs] don’t know how to talk to get these resources [for our self-care].” Mark
explained how he has a hard time slowing down for his own self-care:

Actually, I’ve often said I like doing nothing. But I don’t do that very well at all. It’s
good in a way because we have lots of energy and if we can channel it, you can make a
difference in the world but if it’s a marathon instead of a sprint we’re not going to be
around for the long haul if we don’t watch it.

This sentiment was also echoed during the initial data analysis focus group interview.
There was discussion related to self-care and a general consensus that more must be done to help
CHWs with this topic. The participants suggested that it is important for them to know other
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CHWs and that they can find support with these other CHWs if one of them needs helps. There
was also talk of suggesting a routine CHW self-care meeting at least every three months. Lastly,
Gabriella argued that CHWs have a right to advocate their needs as well “…I think that that’s a
self-care element that maybe is ignored in this field that you do have a right to advocate for
yourself and who your position is, as a CHW.”
I witnessed a similar concept of creating an informal CHW self-care support group
during data collection. I drove to a large city in northern Indiana in order to interview a small
team of CHWs. I saw their office, learned about the neighborhoods they served, and interviewed
each one-on-one. They also invited me to have lunch with them, which I later learned they
always do as a group; in fact, the executive director strongly encouraged her CHWs to eat as a
group. When I interviewed the executive director, who was also a CHW, I asked her about how
she practices self-care and how it is practiced at their organization. Marcia stated:

Well, we laugh a lot and you don’t things so seriously. And we also do a lot of meditation
and provide time for people to just rest. I encourage my people to actually have a meal
together. I encourage them to not eat at their desks. I don’t allow my staff to eat at their
desks. You need to get up and walk away from the issue, spend some time walking
around the building, so you have to care for yourself. So those are some of the things we
do. We laugh. But you probably noticed that.

During the interview, I brought up how I enjoyed eating the “family lunch” together and
commented on the social cohesion of the group. Marcia responded:
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Oh yeah, we do that all the time and the reason why we do that is because most of the
people are single and they eat by themselves all the time but lately I’m married and so is
Margaret, my new person, she’s married, and so Beverly is the only one that is not and
she eats a lot by herself and she’s like “no” – when it comes to lunch time she is like –
“I’m not eating by myself.” So, it’s a family thing and we have been doing that for many,
many years. Everybody eats together, even when we bring our lunch we all eat together.
And you learn a lot about a person when you eat together at the table and we laugh a lot.

As a result, this informal and daily self-care support group provides a framework for
these CHWs to acknowledge one another and provide a sense of comfort. This microcosm of a
support group is an example of how a formal CHW support group or wider presence may
positively impact this workforce and improve their mental health and social support mechanism
– and as a key means to avoid burnout and compassion fatigue.
Overall, for many participants, they described their need of self-care to improve not only
their mental health but also as a means to more effectively serve their clients. In this way,
practicing self-care served as a means to reflect improved care upon their clients. Especially
given the context of the client populations – being immigrant, refugee, impoverished, and/or
marginalized due to racial discrimination – and that CHWs typically shared this structural
vulnerability, the CHW served as a conduit between biomedicine and the community and as an
advocate that addresses the social determinants of health. Many participants seemed to place
their own wellbeing second to the needs of the community and the pressures of the political
economic context of the employer and health issues present. Thus, participants often described
helping their communities at the expense of their own self-care and mental health. This reflection
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of the political economic environment and shared structural vulnerability directly impacted the
health and health needs of CHWs. While steps were taken by these workers toward improving
their own self-care, this was highly individualized with little social support that could be offered
via networking or formal support groups. As a result, ensuring self-care and offering aid to this
emerging workforce is vital as they perform their unique roles in the pursuit of care to those most
marginalized by society.

Theoretical Connections
Ticktin’s (2011) dual theoretical frameworks of regimes and politics of care are vital in exploring
how care is conceptualized at authoritative levels and how they ultimately impact individual
actors at the grassroots level. Laws and policies that set out to protect patients and/or offer
options for health insurance can also complicate care provided by CHWs. Laws such as HIPAA
that provide protection for patients’ in terms of their medical history also complicated the
provision of care provided by CHWs. Similarly, laws such as Medicaid and HIP 2.0 provide
insurance options to many of the clients serviced by CHWs. Organizations have also sought to
gain further legitimacy at the grassroots level through working toward reimbursement for
certified CHWs. For workers in Indiana, this has been the case and has spurred the governor to
set up a workgroup tasked with providing recommendations for legislating and institutionalizing
this position. While ostensibly wanting to institutionalize CHWs in order to draw on their unique
contributions to addressing social determinants of health, official actions toward Medicaid
reimbursement do not provide provisions to address these topics thereby risking changing the
foundation of the position itself. And although the regime of care of this group is to relieve

229

suffering at the ground level, the current motions toward legislating CHWs may serve to overmedicalize this position.
Moreover, these laws and policies distill into scope of care for medical practitioners.
Stevenson (2014) explores how “regimes of care” and their policies and laws translate into
service and care delivery at the grassroots level, in addition to how caregivers should interact
with their clients. Exploring the biopolitical structure of the Canadian government toward its
provision of care to the Inuit population, Stevenson analyzes how regimes of care set out to make
life an “indifferent value.” She extrapolates that this form of life is one cares solely that you
remain alive. In the case she examines, care must be anonymized – and its biopolitical structure
is one in which “caregivers extort Inuit to live while simultaneously expecting them to die” (7).
In terms of Indiana, the overarching regime of care is one that actively wants to promote the use
of CHW to improve health outcomes while at the same time de-valuing services that could have
the biggest impacts – advocacy and addressing social determinants of health. Thus, while CHWs
stand in contrast to that of the anonymized care seen in Stevenson’s work, the prevailing regime
of care may serve to cripple the full potential of caregiving.
The scope of care for CHWs at both the certification course and sometimes for their
employers remains broad. While the overarching and broad boundaries provide CHWs with
flexibility in their service delivery, for some it caused the scope to appear too wide leading to
frustration and being overwhelmed. This is exacerbated by the political economic environment,
shared structural vulnerability between the client and CHW, and the ever-changing landscape of
health and social services resources. As a result of these policies that dictate the scope of care
coupled with the social determinants of health experienced by the client population, CHWs have
felt the need to go out of their scope of care regardless of negative consequences. As a result, the
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regimes of care that facilitate policies that focus on life beside itself cause CHWs to engage in
activities that may result positive health outcomes from their clients but also potentially result in
negative consequences. However, these negative consequences were justified through a moral
obligation to their client and improving their overall wellbeing. This resonates with the work of
Buch (2013) who studied how at-home caregivers were willing to sacrifice their personal
comfort and/or go outside of the boundaries of their scope of practice in the pursuit of providing
care for their clients.
Despite prevailing conceptions regarding how authoritative stakeholders view the issue of
pay impacting the inherent motivation of CHWs (Closser 2015; Maes 2015, 2017), participants
in this study were in unison that increased remuneration will not sully their services or obligation
to their communities. Their sentiments echoed their counterparts abroad in Ethiopia and
Pakistan, where similar issues were at hand. CHWs here, as in Pakistan, need this job as their
livelihood and to provide for their own families. Thus, prevailing notions regarding the moral
economy between stakeholders and their CHW constituents are mirrored in the U.S. as well.
While the majority of the participants were paid in this study, their future remains uncertain
given the neoliberal influence in the health care system in the U.S. Participants described
concern regarding future issues of remuneration in addition to how valuing certain services over
others in terms of reimbursement may alter the foundation of the CHW model.
Moreover, these policies and broader political economic environment result in these
workers being at a loss in terms of their own self-preservation. Many CHWs struggled to find a
work-life balance and practice self-care. These policies create a sort of life beside itself for
CHWs – who sacrifice their own wellbeing and needs in place of the needs of others. While all
of the CHWs interviewed described ways of practicing self-care, a general consensus among
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many was that further steps need to be adopted – especially in the form of an official support
group or network. Developing proper channels and resources to provide “care for the carers” is
essential in steps to integrate these workers.
Ultimately, the governor’s workgroup– while lacking in terms of CHW representation –
is a sign of authoritative recognition. And although the reimbursable services performed by
CHWs lacks strength in terms of helping to assuage issues regarding social determinants of
health, it represents a key step toward recognition and legitimizing the position. The struggle
continues regarding legislative oversight in adopting the most unique contributions of the CHW
position – that of advocacy and addressing social determinants of health. And while this
implementation of CHWs will be a vital asset to marginalized communities, Colvin and Swartz
(2015) assert that it is essential that CHWs not be viewed as the solution to overarching systemic
issues in health. Rather, they can be part of the solution but not as the sole responsible core for
changing overarching systemic problems.
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CHAPTER SEVEN:
“This Is What The Community Needs”: CHWs and Levels of CHW Advocacy
And when I go to advocate with somebody, I’m really into it. Like if I see somebody that doesn’t
have a way to get that [resource] or to have their voice listened to in the community, I’m that
voice for them. I advocate in any situation. It could be a legal situation, in a school situation, a
personal situation, et cetera. This is one of my other passion areas that I advocate for them to
help them to make them feel safe, verdad? To make them see that they can trust somebody to go
along with them to solve or try to solve the problem they might encounter.

– Andrés, CHW and medical interpreter
~~~
Advocacy is perhaps the most unique component of the CHW model when compared to other
jobs in the health care workforce. Andrés’ involvement in advocacy, as this quote illustrates,
occurs through a variety of activities including speaking up to medical professionals on behalf of
clients, seeking hospital or clinic policy changes, and talking to federal and state legislators to
pass new laws that help their communities. The advocacy that CHWs participate in is determined
by the structural vulnerabilities of their clients and communities, in addition to the broader
political economic environment. Andrés has been a CHW for approximately eight years and is
also trained as a medical interpreter. He came to Indiana as an immigrant from Latin America
and has spent more than twenty years in the same large town. Initially volunteering to improve
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the situation of other Latino immigrants in his community, he eventually trained as a CHW and
began working in a medical clinic. Andrés spends about half of his time in the clinic and medical
interpreting and the other half of his time spending outreach in the community. As of 2016, he
developed a health outreach initiative to aid the migrant farmworkers and their families who
come through his region of Indiana during the summer months.
Although the majority of his clients are Latino immigrants, he has also been establishing
himself in other more recent immigrant communities, specifically those from the Marshall
Islands and Moldova. As a result, Andrés has made crucial connections within these
communities to navigate the nuances of each of these new cultural groups. Throughout his work
life and free time, Andrés participates in advocacy that spans health education, connecting his
clients to resources in the community, interpreting (both at medical and legal appointments),
translating important forms into Spanish, and mobilizing the Latino community around such
issues as health issues, community safety concerns, and planning festivals.
Andrés is unusual in Indiana given that he is a works within a clinic as a CHW. The
majority of participants in the sample that worked in a medical setting did so as a translator and
conducted community health work off the clock. While shadowing Andrés during one of his
workdays, I witnessed his role as a medical interpreter for several appointments as well as
conducting several hours of community outreach. Andrés was extremely knowledgeable
regarding the resources in his community and had made connections with churches, food
pantries, and Latino grocery stores. His participation in advocacy was apparent during my time
shadowing him as he told me a story of an organization that was charging immigrants upwards of
$300 for an individual taxpayer identification number (ITIN) form – despite this being a freely
available form. He revealed this issue to the Latino coalition he is a member of and they
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developed a program that aided immigrants to have their taxes done and get any necessary forms
for free.
He also drove me around the neighborhoods he predominantly works within. As we
passed several used car dealerships, Andrés stated that he knew the majority of the owners – and
which ones to buy from, based on stories from people in his community and business owners,
who learned the hard way which of the used car dealers had a tendency to rip off buyers and
which provided a fair deal. Andrés explained that this is an important part of his advocacy as
well since he is able to help connect his clients, especially immigrants, to resources that would
not try to take advantage of them and provide them with a fair deal.
Later that day, Andrés aided a monolingual Latino immigrant with translation during an
appointment with a lawyer. Andrés’ client had been injured on the job and was having trouble
collecting worker’s compensation. Aside from simply translating between English and Spanish,
Andrés would occasionally interject questions to the lawyer in order to ascertain what kinds of
documentation and information are important for the client to collect going forward. However,
he later told me that if he thought of a particular question to ask the lawyer, he would first ask his
client – saying that it needs to be asked by the client before he would translate it to the lawyer.
Andrés explained that this was a form of advocacy – adding in topics, questions, ideas, and
forms that might be useful – but leaving up ultimately to the client to decide if it was important
and to ask him/herself.
In just this single day, Andrés addressed a variety of issues and at a variety of levels.
From advocating for individual clients through interpreting, health education, legal aid, and
community outreach as well as for the broader community through his participation on the
Latino coalition, he participated in a range of activities that sought to improve the lives of
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individuals and the community. I spoke with other CHWs who also participate in this same range
of advocacy and documented how the client base and political economic context of various
communities shaped this participation in advocacy. The notion of advocacy also came up during
the photovoice project. Camila showed her photograph regarding advocacy:

Figure 14. “For me, being a CHW means advocating for others no matter their skin color,
religion, economic status, or nationality.”
For Camila, the meaning of being a CHW revolved around advocacy. Despite her
primary outreach to the Latino population of the greater Indianapolis area, she stressed that
advocacy was for all of her clients – regardless of their demographic characteristics. Building off
of previous research regarding the categorizations of CHW advocacy (Ingram et al. 2008; Sabo
et al. 2013, 2015), this chapter delineates advocacy into three primary levels of impact. This
chapter documents these various “levels” and describes the challenges experienced by CHWs
when advocating before addressing the theoretical connections.
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Levels of Advocacy
Participation in advocacy is a crucial component of the CHW model and sets them apart from
other members of the health care workforce. During data collection, I encountered CHWs
participating in a variety of different forms of advocacy. I argue that these can be divided into at
least three “levels”: micro-, macro-, and professional-advocacy. While there is some overlap
between macro- and micro-level advocacy, macro-level tends to focus on advocacy that creates
community and societal impacts whereas micro-level advocacy seeks to create smaller scale
change that benefits particular clients. Professional-level advocacy consists of advocacy in which
the CHW advocates for awareness of their own job. This also includes CHWs advocating to their
employer or other staff for resources that are needed in their organization. Previous scholarship
has documented CHWs advocating for the legitimacy of their own profession to employers and
medical professionals (Closser 2015, Sabo et al. 2015). And, although previous scholarship has
documented a variety of ways CHWs participate in advocacy, no previous research has
specifically parsed out or categorized their advocacy in this realm.
Furthermore, these levels of advocacy address specific areas in the socio-ecological
model. Micro-level advocacy addresses primarily the individual and organizational levels but has
some blending into the community level. Macro-level advocacy focuses specifically on the
community and societal levels. Professional-level advocacy focuses on the intrapersonal (related
to CHW self-care and confidence) and the interpersonal (specifically in interactions in which a
CHW advocates for their profession to another person) facets of the socio-ecological model. I
have arranged these various levels displayed below in Figure 15, which shows the primary
impact area of each level of advocacy. Table 2 displays a listing of example activities for each
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level of advocacy. Parsing out the advocacy of CHWs in this manner provides simple grouping
structures that demonstrate the various activities and impact areas each advocacy-level is aimed
at addressing. These categorizations also provide practical means for employers, potential
employers, and medical professionals to view this kind of work and how they can work toward
incorporating these into the work of their current (or potential) CHW employees.

Figure 15. The three main levels of CHW advocacy in Indiana.
Table 2. Examples of activities at each level of advocacy.
Micro-level Advocacy

Macro-level Advocacy

Professional-Level
Advocacy

· Client/individual
advocacy

· Community/society
advocacy

· Changing hospital,
clinic, and/or
organizational policy

· Attending political
rallies and/or
demonstrations

· Speaking up to
medical professionals
and/or insurance
company representatives
on behalf of clients
· Educating and
empowering clients to
take control of their
health/lives

· Meeting/working with
politicians to address
health and other
community issues

· Advocacy for the CHW
and/or legitimacy of their
position
· Gaining more
confidence in oneself
through working as a
CHW
· Advocating medical
professionals, potential
employers to spread
awareness of the position

· Participating in
community mobilizing
to address issues in the
community

· Advocating directly to
medical staff regarding
the legitimacy of their
job

· Continue to work with
clients to find resources
to improve their health
and living situation

· Encouraging clients to
meet/contact political
representatives to
address issues

· Finding ways to market
the position to spread
awareness
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Micro-Level Advocacy
All of the CHWs in the sample participated in micro-level advocacy. When asked about their
advocacy efforts, the most common answer was that they do so through educating and
empowering clients. CHWs said many clients are unaware how to care for themselves or their
diagnosis and/or how to overcome social determinants of health. One of the most common social
determinants of health that CHWs helped clients with was transportation (i.e. accessibility). A
common form of micro-level advocacy was continued assistance provided to clients in
connecting them to resources and through follow-up. These resources include connecting them
with transportation options (Medicaid cab, public bus passes), making clients aware of insurance
benefits, signing up for insurance, keeping their utilities from being shut off, helping them
purchase minutes on their cell phone, and in one case helping an individual get a free, new
furnace. Depending on their employer, CHWs may have access to bus passes or small amounts
of funds to help clients. Other times they used their connections within the community to
negotiate with utility companies to delay turning off utilities and in locating resources, such as
the furnace, which was donated by a local organization in Indianapolis. While participants
identified empowerment of their clients as the key issue, they stressed that they were always
available to help their clients if additional issues presented themselves.
Other forms of micro-level advocacy included advocating on behalf of clients by
changing hospital, clinic, or organizational policies to better facilitate patient care. Examples of
this included changing signs to help clients find the resources or services in addition to
advocating for providing forms in Spanish or other languages, depending on the client. For many
CHWs, this falls on them to either translate the forms themselves, find these forms online to
provide to their clients, or advocate on behalf of their clients to the organization in order for them
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to provide these forms. Aside from forms, other CHWs who work predominantly in the Latino
immigrant community serve as trustworthy individuals in accessing health care. Camila, a CHW
who works in one of Indianapolis’ largest hospitals, explained that she tells immigrant patients
where they can get care and assure them that they will not be reported to Immigration and
Customs Enforcement (ICE) if they go.
Another common form of micro-level advocacy included speaking up on behalf of
clients. Several CHWs explained how they have spoken up to medical professionals in order to
get a client’s question answered, better clarify a diagnosis, or if they feel their client is being
discriminated against. Gabriela explained how she advocates for patients during the clinical
encounter:

Patients don’t usually understand what really is happening to them and what their care
plan is, even though they have an interpreter they really don’t understand it because they
[the interpreter] don’t explain “what does this mean?” I mean they may tell them “you’re
going to have a cath” and they use terminology that is too high and, so helping them
understand [is a means of advocating], and they use numbers like “your risk number is 9”
– well, 9 out of what? So, advocating for them is making sure that they understand what
their treatment plan is and understand what is really happening to them. That helps them
end up knowing what do they [the patient] need to do differently to comply. So that is
one way of advocating. The other way is making sure that the right questions are asked.
They may be too nervous to find out “ok, transportation, I don’t have enough food, I need
to pick between insulin and this other expense,” so helping ask the right questions even
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though they haven’t thought about it I will always do that for the patients so to me all of
that is one way [of advocating].

Other CHWs described calling offices to keep clients from having their electricity or heat
shut off. They also described making three-way calls to help clients sign up for health insurance
or advocate for a client if they had been denied by their insurance. The concept of signing up
clients or helping them get access to health insurance was brought up by many CHWs. Aside
from health insurance, simply the concept of helping clients navigate the convoluted U.S. health
care system was near universal theme.
Micro-level advocacy was also reflected in the photovoice project conducted with a
group of six CHWs. In responding to the prompt “what is an impact you have had as a CHW?”
Gabriela showed this photograph and caption:

Figure 16. “Helping patients know how to jump into the health care system.”

241

In her photograph, an individual stands at the shore and gazes over a powerful body of
water. As many CHWs described their advocacy as providing access to health care for the
clients, Gabriela described her impact and advocacy as helping patients navigate the U.S. health
care system. She explained that she visualizes the health care system as a powerful river that is
either too intimidating for people to forge or, if they try, they become overwhelmed in the
current of its complexity. However, as a CHW, she is able to advocate for her clients in
navigating the process of accessing care – thereby – “helping patients know how to jump into the
health care system.”
Additionally, CHWs identified that a crucial component in this level of advocacy was to
lead to the eventual empowerment of the client, demonstrated by their learning of how to
advocate for themselves. Many of the participants asserted that the end goal was not to
perpetually “hold the client’s hand” but rather empower them and help them gain the selfconfidence to speak up on their own behalf. Maricela, a CHW, explained that:

So when a client feels that they need advocacy, what I can do is I say “how can I help
you help yourself? It would be great if you did it yourself but if I can help you do it, yes.”
So I always ask that question, “how can I help you help yourself?”

Rosa explained that much of her micro-level advocacy consists of telling clients where
they can get resources. She explained that she encourages them to ask because if they don’t ask,
these resources will disappear. Rosa also stated that she is always willing to help or do a threeway call but that her main focus is to empower her clients. Valeria also echoed this sentiment in
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that she will locate resources but will encourage the client to call. Then she will follow-up with
the client to ensure the need was met and, if not, take the appropriate steps to help them further.
While many CHWs in the sample asserted their goal is to empower their client, at least
one argued that the biggest form of advocacy was validating the client’s feelings. Vanessa, a
cross-trained CHW/paramedic, explained that she tells her clients, “you have a PhD in you.” She
stressed that this validation was important – along with pushing them to have more selfconfidence in doctor’s appointments. The participants also stressed that they will always be there
for their clients – even ones that develop a level of empowerment – as new and challenging
issues can emerge at a moment’s notice. Overall, a client’s empowerment was viewed as the
final step and end goal in micro-level advocacy.
Micro-level advocacy is a vital skill that CHWs offer to the health care workforce. These
examples illustrate the ways in which the participants helped their clients overcome barriers
related to the social determinants of health – specifically at the interpersonal, organizational, and
community levels of the socio-ecological model. Moreover, this level of advocacy is crucial in
guiding clients toward empowerment and self-sufficiency. Since this level involves the most
direct connection between the CHW and their client, these workers are able to work closely with
the client in order to develop skills and strategies to address their individual struggles.
Despite this inherent valuable trait, micro-level advocacy is ostensibly viewed as a
disposable skill as stakeholders have developed a list of Medicaid reimbursable, CHW-specific
tasks. None of these tasks include reimbursement for time spent addressing barriers in the form
of social determinants of health or other micro-level advocacy activities. While not being
explicitly barred in any of written form in the development of the position, this monetary
devaluation of advocacy will likely cause employers to focus these workers on tasks that are
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specifically related to reimbursement including disease prevention and health education.
Although these are crucial skills that promote health, it will prevent CHWs from being used to
their fullest extent in helping clients overcome barriers to care and reaching empowerment.

Macro-Level Advocacy
Macro-level advocacy consists of activities done in order to create a broader impact at the
community or societal levels. While this form of advocacy was not as prevalent as micro-level in
this CHW sample, there were still many who participated in a variety of macro-level activities.
These activities included attending political rallies, participating in demonstrations, mobilizing
the community to address issues, encouraging clients to attend public meetings and/or meet with
their representatives, and being actively involved in local, state, or federal politics. Some CHWs
were present at social justice demonstrations revolving around issues including socioeconomics,
race, and health care. These various macro-level activities were a unique and vital component of
the advocacy for many CHWs in this study in order to foster steps toward health equity.
Unlike forms of micro-level advocacy, macro-level advocacy was almost always done off
the clock. Beverly, a CHW, explained that while not working, she volunteers her time on a
coalition that seeks to improve the broader community of a major city in Indiana with a large
Black population. She described advocating for a variety of needs for the Black community that
are already available in other parts of the city. However, she explained that she does not feel her
opinion is always welcomed:

There is just a lacking of outdoor safe space if you will. There are just things that should
be happening on the south side of town that are not happening. And so I am on a coalition
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that is fighting for things to be happening on that so I’m a little bit aggressive on that
portion of it. I’m the only person of color on that whole coalition. And sometimes I’m
sure that I’m not well received [laughter].

I then replied to Beverly that it sounded like she is making a stand for her community’s
needs despite the poor reception she received. Beverly replied:

I am, I am advocating for things that need to happen over here. We [speaking on behalf
of her south side community] don’t really care about a bike trail, not as much as a grocery
store and a safe place for kids to be, a playground where they can have…so I don’t really
care about a bike trail. I don’t really care. I care about it down the line but this is what
this community needs [now].

In spite of her unpopular opinion, Beverly still advocates for the needs of the community
that would improve their overall wellbeing. Her perseverance is vital as a means to implement
positive policy changes that will benefit Beverly’s community, which is in the most need for
changes in comparison to other parts of the city in order to produce improved health outcomes.
She is also advocating for her community during her free time – often after having put in a full
day’s work. This demonstrates her commitment to her community and the individuals within it,
but also highlights the unpaid labor part of her identity as a CHW. Thus, even if unable to
participate in macro-level advocacy on the job, CHWs are making strides in fostering broader
community and societal changes – that ultimately impact the health of those within it.
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Similarly, other CHWs work as members of collaborative groups or coalitions to improve
their communities by uniting a neighborhood, community, or a minority group in order to
network and pool resources. This might include reaching out to local, state, or federal politicians
or at least implementing measures to improve an issue in the community such as addressing food
deserts, safety/crime issues, or public transportation. Others encouraged their clients to write
letters or call their legislators to seek positive changes. Patricia, a CHW, remarked how she
would tell her clients to ask, “who has the power?” when considering what changes need to be
made. She argued that she simply “transferred the power” to her clients in empowering them to
seek the change they want for their community.
CHWs themselves also were directly involved in political forms of macro-level
advocacy. Marcia, who is a CHW and the executive director of a health outreach organization in
a major city in Indiana, calls local legislators to inform them of a particular issue. Marcia also
invites her legislators to town halls she organizes quarterly in order to discuss community issues.
She will then have two other CHWs employed in her organization do outreach and find people
affected by the problem to speak with these legislators. Marcia explained that she and her CHWs
have been involved in helping to inform and/or legislate transportation, potable water issues,
infant mortality, and health translation in their community. Other CHWs described writing letters
to their politicians in support of Deferred Action for Childhood Arrivals (DACA) or meeting
with politicians in person to express their support for the Affordable Care Act (ACA) and
Indiana’s version of the Medicaid expansion called the “Healthy Indiana Plan (HIP) 2.0”. Some
CHWs also attended rallies to stop deportations of undocumented immigrants.
CHWs also took part in macro-level forms of advocacy that were not part of a political
trend or movement. Several took part in chamber of commerce meetings and neighborhood
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committees to address various issues in their communities or even to plan events such as a Latino
heritage festival. CHWs also finessed micro-level advocacy into macro-level changes. Miguel
also took part in several forms of macro-level advocacy during his free time. Being of Puerto
Rican descent, he participated in numerous fundraising events to provide aid and resources to the
island following the devastation of Hurricane Maria in 2017. He also blended micro-level
advocacy in his overarching work to help bring 30 families from the island and help to find them
jobs and other needs.
In Miguel’s case and the following example, CHWs are able to seamlessly blend
advocacy at a variety of levels to foster positive impacts for individual clients and the broader
community. Gabriela explained that she has advocated in order for hospitals to provide forms in
Spanish for her community:

And then the other way [of advocating] is making sure that organizations are aware of
cultural nuances that will alter the way that services are rendered to the community. So I
advocate while not for an individual patient, I advocate for the people group by bringing
up questions and finding out – if there is a hospital in Johnson County that doesn’t have
any signage in Spanish, advocating for our people that there needs to be signage in
Spanish so they know where to go get their services.

Although originally her intent may have been to improve the experience of a particular
client in the hospital or clinic, in this case Gabriela also changed the landscape of the
organization through advocating for forms and other signage in Spanish. This example shows
how micro-level advocacy can be expanded in order to have macro-level impacts.
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However, some CHWs did not participate in this broader-reaching form of advocacy,
saying that this level of engagement was not for them or that they preferred to focus on the
individual clients and the community. Others were hindered due to their employer’s restrictions,
which prohibited them from participating in such forms of advocacy, at least while on the job.
Others took a more stepped-back approach by emailing pre-written scripts to politicians for a
cause the CHW and/or their community supports. In this case, the CHW has attempted to create
broader societal impact by appealing to a politician from afar but not consistently engaging with
that politician. Similarly, another CHW explained that she does not participate in any form of
macro-level policy but that she does encourage her clients to speak to their political
representatives and informs them of town halls and other ways to connect with their
representatives. Despite some reticence, inability, or unwillingness to participate in macro-level
advocacy, many CHWs were involved in this type of advocacy and took aims to positively shape
the broader environment of their community.

Professional-Level Advocacy
This final level of advocacy is split into two distinctions. The first distinction includes activities
in which CHWs must advocate for the legitimacy of their position to their employer, potential
employers, medical professionals, the public, and any other stakeholders. Previous scholarship
has documented CHWs expressing their need to advocate to medical professionals for the
legitimacy of their position (Sabo et al. 2015). Other scholarship has examined how CHWs have
formed labor movements in order to protest for fairer wages and rights (Closser 2015, Maes
2017). The other distinction of this level of advocacy is CHWs advocating directly to their
employer for particular needs of their clients within the organization. This is similar to how
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CHWs participated in micro-level advocacy in that they advocated for an organization, hospital,
and/or clinic to make specific changes to better serve a client or population; however, in this
case, the CHW works for the organization, clinic, or hospital and is advocating to their boss or
medical professional for change.
Several CHWs trained as interpreters in a hospital or clinic revealed that they have
advocated to doctors and other medical staff to increase the availability of medical interpreters.
At the same time, many of these cross-trained interpreters and CHWs felt restricted in their scope
of care as interpreters since they are unable to advocate. They explained to me that as interpreters
their sole responsibility is to translate, word-for-word, between the medical professional and the
patient. As a result, they are unable to advocate for the patient or serve as a CHW while on the
clock as an interpreter. However, CHWs still advocated to medical staff to increase the number
of interpreters, for more resources for their clients, and for an expansion in their responsibilities
as interpreters so they could provide better care to the patients they encountered. Other times,
CHW-trained interpreters stepped out of their role as solely an interpreter. Carmen explained that
she will ask the doctor if the patient’s medication is the cheapest alternative. In our interview,
she explained that it almost serves as a reality check for some doctors who are unaware that their
patient may be unable to afford the medication being prescribed. These issues related to
interpreters and CHWs is further covered in Chapter 5.
CHWs who work for social services organizations also advocated to their employers in
order to foster social justice for their clients and communities. Patricia, a CHW with 24 years of
experience and employee of a social services organization that housed several organizations,
explained how the Black community in southern Indiana faced discrimination when going to her
organization:
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I also advocate for them – the family health center in the community did not have a
diverse staff and a lot of folks in public housing felt they were being mistreated in that
center. I shared that with the director during our board meeting – “this is what I’m
hearing in the community” – it didn’t happen over night but she made some changes –
she wound up hiring a Black receptionist – and spoke with her staff. That is me
advocating for my community and that organization made changes and now they didn’t
have to wait three months to be seen.

In this case, advocating to her higher-ups during the board meeting about the issues being
experienced by her clients fostered systemic changes that ultimately improved the experience of
her clients. This example demonstrates a fusing of all three forms of advocacy in that she
advocated for her individual clients, for systemic change in her organization in which she is an
employee, and for broader positive change for the community as a whole. This underscores how
advocacy serves to impact a wide swath of issues related to health and wellbeing as well as shift
the culture of an organization to be more inclusive.
Other times, CHWs have advocated to their employers to not cut CHW programs from
their organization. Marcellus, a CHW and U.S. military veteran who described himself as having
experienced homelessness and addiction, explained his own ways that he has advocated for his
job and CHW programs:

I advocate for my job as a CHW everyday. Because I’ve actually in the past gone to bat
with my employer for them to continue the work of community health workers or to
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continue a community health worker program. And just advocating and telling them
about the value and why we should fund it and why we should try to find that funding.
And if we discontinue it today, can we bring it back tomorrow? Because I’m always
advocating for the community it’s not just about the program itself – it’s basically every
time the community loses a program it’s a disadvantage but if they have to lose a
community health worker program it’s double the disadvantage. So that’s what I do all
the time.

His comments highlight the need to institutionalize funding streams for CHWs and/or
CHW programs, given that many are only funded on soft-money and thus exist for the short
term. Similarly, Alisha has argued with her employer for a larger role in the implementation
process of CHW programs. In justifying the perks of employing a CHW, she asserted,
“community health workers are the return on investment, we are the ROI.” This is a pertinent
issue, as there are few studies that demonstrate the cost-effectiveness or return on investment of
CHWs. However, those that do exist positively demonstrate their cost-effectiveness (Allen et al.
2014; Brown et al. 2012, Cross-Barnet et al. 2018, Fedder et al. 2003, Krieger et al. 2005). In this
way, CHWs participate in job-level advocacy in order to secure and justify funding for their
position.
CHWs also described needing to advocate at times for their own self-care. They
expressed that a major concern was a lack of a unified hub for CHWs to get help in their own
times of need. One CHW, Isabella, argued during the focus group that addressing and advocating
for self-care is vitally important but is not being addressed adequately. She stated:
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We need talk about how a community health worker does self-care and advocate for
themselves and how they’re still being able to help others but also keeping themselves
mentally stable and healthy and having a good mental state. That’s one of the hardest
things to do because I see it for myself personally as a community health worker. I want
to go out and help my community but when I myself am feeling down and overwhelmed,
who’s going to help me? Where do I go, what do I have to do? That’s something we need
to talk about and we need to share with each other what Alejandra [a CHW] is doing to
help herself or what Carmen [another CHW] is doing so that way we can help each other
and uplift each other.

Leticia echoed these sentiments but expressed that CHWs also need an advocate in the
work environment, since they are the “new kid on the block” within the health care workforce.
She also argued that people must be their own internal advocate since there will likely be
pushback from other medical professionals. In this way, Isabella and Leticia demonstrated the
need for advocating self-care of the members of this profession as well as for internalized
advocates as CHWs continue to enter the broader workforce.
Other times, CHWs, when asked if they had ever felt the need to advocate for their own
job, replied that they did not have that issue in part because they were working under a different
title. Those who also worked as medical interpreters described not needing to advocate for their
job since medical professionals recognized them as “legitimate” due to their role in the clinical
encounter. Other times CHWs who were not employees of a hospital and accompanied a client
during a doctor’s appointment would have to use a different term – normally “patient advocate”
– in order to gain a sense of legitimacy from the medical professionals. One CHW, Mike,
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explained some of his interactions with medical professionals: “if we didn’t have to explain what
we were doing every time we talk to someone first, it would be easier.”
Some revealed that while they have not had to advocate for their own job, they do so on
behalf of other CHWs in spreading awareness about the position. Martha, an elderly CHW who
has been a CHW trainer for many years explained:

My personal job, no, but speaking for our workers what we are going through now
working with WorkOne [a workforce development agency] and being able to speak up
and advocate for the benefit of having community health workers in the health arena.
That is somewhat challenging because a lot of health organizations don’t know what
community health workers can do. For example, we have a good relationship with Meals
on Wheels, but they’re saying “we serve meals, what do we need a community health
worker for?” And it’s the whole [social] ecological model when you look that person gets
a meal, but are they eating it? Is it conducive to what they want? Some people have food
but they don’t want to eat alone – you know, so they miss that social part.

So being able to advocate not for my job but for the job of those who actually are out
there because I’m more on the training side. However, interjecting into that, being able to
help others see the values of community health workers and getting on the medical teams
so that individuals don’t have to come back to the hospital… So, I have to take the other
side on that – I haven’t personally had to fight for my job as a community health worker
but supporting all the workers that we do have out there and seeing what challenges they
have.
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In this way, Martha is advocating for the position itself and to gain broader acceptance
and employment within the workforce. Other CHWs who work more behind the scenes or as
trainers also described advocating in this capacity for the broader CHW workforce. And as
CHWs continue to gain acceptance in Indiana, this advocacy will gain increasing importance.
Martha also described being interested in developing a marketing campaign in the state to spread
awareness of CHWs. This could serve as an additional means of advocacy through spreading
awareness of CHWs throughout the state. Valeria explained that since she was initially hired on a
pilot, grant-funded position that was eventually permanently funded, she is advocating to her
employer for the kind of CHWs they should be hiring since they now want to employ an inhouse CHW at each of their seven locations.
Overall, CHWs have to perform advocacy in their jobs to their higher-ups and/or to
medical professionals they encounter. This level of advocacy demonstrates the agency that
CHWs assert in their position through their ability to make positive changes in their work
environment that either benefits their position, legitimacy, and/or the quality of care/service to
the client. While every CHW interviewed participated at some, multiple, or all levels of
advocacy described here, there were challenges that varied between each of these levels.

Challenges of Advocacy
Despite the wide prevalence of advocacy on one or multiple levels among the CHWs in the
sample, there were several who discussed specific challenges regarding advocacy. Moreover,
there were unique challenges for each of the levels in addition to some that cut across each of the
levels. For some CHWs, participating in macro-level advocacy was not about participating in
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activism related to some political leaning but about making positive changes to the health of their
community. These CHWs explained that they would rather not be involved politically and
simply wanted to do what was best for the community. Andrés explained:

I’m not trying to be political [laughter]. But if it’s something that can be done at the
political level without too much involvement I might be able to be part of it but I’m not
trying to be involved in any political parties. My main concern is to advocate to those
politicians to see how can they improve some areas that need improvement or to create
new areas of health for those individuals in our community.

Although he might be working with politicians, his primary concern was to work with
someone who could listen and help foster the positive change. Similarly, other CHWs eschewed
participating in advocacy that could be construed as political activism, such as public
demonstrations. Valeria explained, “I try to steer clear of political agendas. Only because I see
myself as a community advocate for good. I don’t want to be seen as I’m on this side or on that
side. I try to keep myself neutral.” She expanded that having a level of neutrality was vital in her
clients being able to more readily identify with her. For the majority of CHWs, participating in
micro-level forms of advocacy or professional-level advocacy was the area they identified as
being able to make the most of their advocacy work. Several CHWs explained that participating
in macro-level forms of advocacy was either too much for them or that they were not quite at that
level in which they felt comfortable doing so.
For some CHWs, advocacy at the macro-level or that consisted of working with a larger
group of actors was challenging. Frank, a CHW and probation officer, explained that when
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collaborating with people can be tiring and when the overarching system itself is broken,
participating in advocacy can cause disillusionment. Gabriela also expressed similar sentiments
and explained that participating in advocacy is a double-edged sword that motivates her as a
CHW but can also be demoralizing. She explained that particularly this is the case when
conducting macro-level advocacy:

It’s [participating in advocacy] a double-edged sword [laughter]. So it does motivate me
to do the right thing, I mean it gets me excited when it works. But it’s also I know that
sometimes a policy change is like climbing Mount Everest without any gear. So you
know that this is a tall one, so it’s going to be hard. So it can, on my bad days, discourage
me very much but then on my good days my stubbornness kicks in and I’m going to do it.
[laughter]. So it’s both.

Gabriela expanded on her answer and differentiated between advocating at the individual
versus in the community level:

And in an individual level, when you are advocating, you see your patient and you see a
patient that is healthy even though they have kidney failure and they have all of these
things, you see a patient that could be very healthy that could do just a little bit of things.
So you are advocating for an imaginary patient because you are advocating for what they
can be rather than what they currently are. So, that micro-advocacy has a lot of rewards
because if you can get them to glimpse at that person that you’re seeing, then the change
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comes. But advocacy at a greater level I would say is more discouraging than
encouraging – particularly for a people group that is not well liked.

Aside from these challenges that leads to disillusionment and/or demoralization, other
CHWs stated that they do not have the time do much other than what they do on the clock.
Carmen explained that she is already overstretched in terms of her obligations but does
participate off and on in activism. Patricia also expressed that she wished she could participate
more in advocacy for her community but felt overcommitted and was busy in her current state of
employment.
There were also challenges at the micro level. At times, advocating for clients who
seemingly were disinterested or not meeting expectations in terms of empowerment presented as
a challenge for CHWs. Frank explained:

…there is an old saying, “if you’re doing for people what they can do for themselves,
then that’s enabling. But if you’re doing for them what they can’t do for themselves,
that’s actually helping them”…But if I’m working way harder than they are…and they’re
just like “whatever” then or if my expectations for people are way up here and they can’t
meet those or even if they’re down here [my expectations]…it’s a hard…so you want to
advocate for people but you also got to know your limits. And that’s a hard thing, it’s a
hard call.

For Frank, there is an expectation that his clients will eventually attain a level of
empowerment through his advocacy work. And knowing when the time is to step back is vital in
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his work. Other CHWs expressed this sentiment in that there was a level of expectation that a
client would become empowered at some point. However, CHWs still expressed their
willingness to help and stand up for clients but did wanted clients to eventually take control of
their own health and/or other concerns.
Finally, there were also challenges at the professional-level of advocacy. In the previous
quote by Isabella, there is a lack of a central hub for CHWs in which they can air their grievances
or find support. Additionally, regardless of advocacy at the professional-level, many CHWtrained interpreters are unable to take on more roles due to hospital policy regarding the scope of
care of interpreters. In this way, the professional-level advocacy did not result in change for
expanding the role of the interpreter to have more CHW responsibilities. Despite these
challenges, CHWs continued to practice all forms of advocacy in the fight to improve the health
of their communities.

Theoretical Connections
These examples have highlighted the impacts CHWs have had at the individual, community,
societal, and professional levels as a result of their advocacy. Regardless of the level of impact,
these CHWs demonstrate how embedded advocacy is within this position. The “politics of care”
framework is useful in examining how the current political climate at both the federal and state
levels shapes health. While the politics of care encountered by Ticktin (2011, 3) as the “central
place of benevolence and compassion in contemporary political life,” the majority of populations
served by CHWs are those viewed by many – especially in the Trump era – as undeserving of
care. This is seen in the repeated attempts to repeal or sabotage the ACA and make cuts to
Medicaid and Medicare. And, although Indiana was one conservative state that expanded
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Medicaid via the ACA and provided many Hoosiers with access to health insurance, a repeal or
continued sabotage would put many of these beneficiaries in jeopardy. It is in this environment
that CHWs must operate and advocate at a variety of levels to create the health impacts they
wish to see in their communities.
Ticktin’s (2011) “regimes of care” also provides a top-down framework that considers
the movements, groups, and other responses as a set of discourses that set out with a moral
imperative to relieve suffering. Regimes of care are seen in Indiana in regards to hiring CHWs or
implementing a CHW program. Many organizations may receive a grant that will fund such a
position. However, more often than not, these positions do not last more than a year to a couple
years. Marcellus invoked this in his defense for advocating to his supervisors that it is a “double
disadvantage” to the community if you do not continue to fund the CHW position. While the
CHW position may help to improve the health of the community and ameliorate social
determinants of health, the suffering is only removed temporarily unless the CHW position can
become a permanently funded position. These overarching discourses related to who is deserving
of care (i.e. the politics of care) and how suffering is relieved (i.e. the regimes of care) craft the
political economic context in which CHWs operate.
As many CHWs come from politically and/or socially marginalized populations, it is
precisely the political economic environment that spurs not only their desire but also their
entitlement to advocate for their respective populations. For those CHWs who come from the
communities they work within, this commitment to advocacy was an obligation and that they
have a voice to speak out against injustice. Gabriela argued:
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And there’s the thing, is that community health workers, because they are from the
community, they are from an oppressed people group. Naturally. We are first from an
oppressed group. And we are learning to stand up to defend our people and what happens
is you come against resistance and somehow the community health workers – we need to
understand that we have a right and we were one of the oppressed and we do have the
voice to speak for all the people behind us.

She also felt this way regarding the need to stand up and advocate for CHWs as a
workforce. She continued:

And that is something – how do you put a value on that? And in the training I think that
that came through a little bit. But it’s really kind of how do we care for this workforce,
how do we take care of the workforce to advocate for them so that no one can belittle
them.

Her statement highlights shared structural vulnerability yet at the same time a moral
obligation to address this as a leader from within the community. This shared structural
vulnerability is crucial in understanding the position of CHWs in relation to not only what their
community members experience in terms of health and social disparities but also the exclusion
CHWs may on the job. Other scholars have noted how CHWs share the structural barriers
experienced by their fellow community members (Closser 2015, Sabo et al. 2015). This sense of
shared vulnerabilities strongly shapes the obligation that CHWs feel toward their community.
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These shared sentiments were expressed during the interaction between the CHW and
clients when seeking resources, referrals, and/or helping the patient with a diagnosis and
medication. Alisha drew on her lived experience as a biracial, single mother who had
experienced homelessness. “I can’t give the referral for one thing and not ask the right questions
to find out what’s really wrong? What’s really wrong? Because it’s bigger than just the food
issue.” Alisha’s experiences shaped her interaction with this client in finding out that he was
going to have his electricity and gas shut off. And that this was the primary issue in his life, not
about taking his medication. Alisha told me that the doctors always tell her “you’re always able
to get something out of them [the clients] that we can’t.” Alisha and her client are shaped by a
shared moral economy in which they have a joint experience, which allows her to connect with
her client at a deeper level and find ways to further advocate for him.
This political economic environment shapes the moral economy of CHWs and is
exhibited by their strong moral conviction to advocate based on the injustices encountered by
their communities. As the CHWs in this sample came from a variety of lived experiences – with
the majority sharing some kind of background and understanding with their clients – whether it
be same ethnic, racial, gender and/or shared experience with homelessness, addiction, or mental
illness. As seen in Gabriela’s previous quote, she operationalizes the shared experience of her
community in order to provoke positive change – be it at the individual, community, or societal
level. Advocacy, according to Gabriela, is not only a part of the job, but a “right.” Furthermore,
she asserts that – using the collective “we” – CHWs – “were one of the oppressed” but since they
advocate are now at the forefront and able to speak on behalf of the clients they serve. Sharing,
understanding, and telling the struggles, lived experiences, and social determinants of health in
order to foster positive change is vital in the moral economy of CHWs in Indiana.
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However, advocacy and which levels should be performed by CHWs stands as an issue
that may affect their medical citizenship within the health care workforce. CHWs may be
hindered from participating in macro-level advocacy, at least while on the clock. This might also
include not being allowed to encourage their clients to speak with their representatives or meet
with politicians during community outreach. Moreover, as the CHW model becomes formalized
and integrated within the health care workforce, there is concern that advocacy may be a
component that is lost (Lehmann and Sanders 2007; Maupin 2011, 2015; Nading 2013). This
highlights how – despite sharing structural vulnerabilities with their client population – advocacy
is not seen as a characteristic of belonging within the broader health care workforce.
Nading (2013) has argued that a shift away from the social justice and advocacy
component of the CHW model began in the 1990s in favor of an “apolitical, ‘technical
orientation.’” This shift, Nading (2013, 91) argues that, “the role of the advocate CHW has been
jeopardized due to the ‘institutionalization’ of the work.” Other scholars have cautioned against
the loss of this core role of CHWs and the fundamental change it would have on the position
(Bovbjerg et al. 2013a). In order to ensure the inclusion of the advocacy component, scholars
have argued for CHWs to be included in the creation and institutionalization of CHW programs
and policy (Catalani et al. 2009; Pérez and Martinez 2008; Rosenthal et al. 2011; Sabo et al.
2013). In Indiana, at the time of this project, only Lucia was involved as a CHW representative
on the governor-convened workgroup aimed at crafting policy concerning CHWs. Additionally,
as aforementioned, the failure to have reimbursement for activities that address social
determinants of health – typically addressed through micro-level advocacy – demonstrates a
“devaluing” of this form of advocacy. In doing so, employers will likely focus their CHWs on
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activities that are reimbursable only. This speaks to the warnings posited by Nading, Bovbjerg et
al., and other scholars that speak to issues arising from the institutionalization of this position.
Advocacy is a vital component of the CHW model and can help push for greater health
equity for the most vulnerable populations in the United States. While advocacy at each of the
various levels has the potential to foster positive change for marginalized communities, it is
critical that CHWs are not tasked with shouldering the burden of creating wide scale systemic
change on their own. Ultimately, Colvin and Swartz (2015) argue that CHWs can serve as a key
component in fostering wide scale change but that other actors and stakeholders must come
together in support of positive steps toward health equity.
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CHAPTER 8:
CONCLUSION
During the first few months of my fieldwork, I drove to northwest Indiana – colloquially known
as “The Region.” This area sits along the Illinois and Michigan borders and is comprised of such
cities as Gary, Hammond, and East Chicago, home to large minority populations including
African Americans and Latino immigrants who experience health disparities including lead in
the drinking water,22 lack of jobs,23 and reduced access to health resources. As a key area in
Indiana that could benefit from the work of CHWs, I went to meet with two participants who had
been part of the master training for the certification course that I had attended in February. These
CHWs – Marcia and Leticia – were vital members in the rollout and design of the class. They
now operated primarily on the training and promotion side of CHW work. I asked Martha about
the challenges for this workforce in the state and how she believes CHWs fill a gap in the
provision of care. She responded:

For Indiana especially, the shortage of health care workers is beginning to be a challenge
because we have doctors and nurses that are retiring and we have to have some kind of
sustainability. [There’s] gotta be an entry into it, because not everyone is going to be an
RN or a phlebotomist, but they could be that health educator or member of a health care

22

http://www.chicagotribune.com/suburbs/post-tribune/news/ct-ptb-east-chicago-one-year-laterst-0723-20170721-story.html
23
http://indianaindicators.org/dash/map.aspx
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team that follows as a patient that helps keep them from relapsing or being admitted to a
hospital because they didn’t know how to manage their chronic condition. That’s where I
see a great importance for CHWs to be that educator where the doctor or nurse doesn't
have time to do that and they’re highly paid, they cannot hand-hold, but the CHW could
possibly help that individual and not have them go into relapse. The CHW could focus on
the individual client and help them not go back into the system.

The political economic impacts, such as the shortage of health care workers coupled with
the need for entry-level positions, creates an additional niche for the integration of CHWs, as she
explained in her own words.

CHWs are supporting and being a gatekeeper at the front end so that these individuals
clients don’t go back into the system…As a doctor or nurse, I could take out your
appendix and it’s like: “you’re cured!” But when you go home, are you able to get to
your next appointment, get the right foods, or what housing do you have to support your
needs to keep your health good? That goes back into the [socio]ecological model where
the CHW can have an impact…the CHW can get into that because they have the time
whereas the doctor might spend 30, 45 seconds with you and that’s pretty much it. They
don’t know what you need to maintain that health.

Martha highlights the crucial roles CHWs can fulfill in Indiana, and broadly across the
U.S. Given the nature of their work as embedded within the community and aiding clients to
overcome detrimental social determinants of health, these workers fill a key gap regarding the
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provision and translation of care. This is especially true for marginalized populations who
experience increased structural violence. Marcia explained her vision for CHWs in Indiana – and
underscored their vital impact in positively impact the health of not only populations of color but
of all people:

Well, we believe that CHWs are the new way of assisting and providing health care
services to all populations but especially populations of color, because we see the
increased number of people in America, and America is changing. People want to be
cared for and educated by people that look like them, and this is a good way to increase
employment for the population that we are serving, it is a good way to integrate the
health care system to make it more like the population that we serve and it is an excellent
way to provide services to all populations.
~~~
The remaining portion of this dissertation is dedicated to parsing out the theoretical and applied
implications of this research. The final part of this section offers future direction for research
with CHWs. Ultimately, this project contributes significantly to the topic of CHWs by exploring
the nuances of their lived experience, through the amplification of the voices of the research
participants, and in producing applied deliverables to the participants.

Methodological & Applied Contributions
Firstly, the methodological approach of this project contributes to qualitative research
methodology through its collaborative nature that allowed for the production of rich
ethnographic data while also maintaining the need to produce applied findings. The collaborative
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nature of the project was essential in providing a means to allow participants to shape the design,
process, and initial data analysis. In doing so, their voices were enhanced. This project
showcased a successful application of the collaborative anthropology framework outlined by
Bade and Martinez (2014). This collaborative framing was also strengthened by Lucia and her
organization, starting from their letter of support, to the end of the project, and ongoing research.
Although Lucia was mostly hands-off throughout the project, I provided her with drafts of the
proposal, semi-structured interview guide, protocol of the photovoice project, and de-identified
data from the initial data analysis focus group. I also met with her on a monthly basis to discuss
the project, emerging themes, and missing data. Despite the dissertation project having reached
its conclusion, I will continue to provide deliverables to the community partners and continue to
collaborate on future projects with them.
The collaborative nature was also required for me to become embedded within CHWOI.
The relationship with the key informants and organization was further reinforced through my
active participation as a co-facilitator of the certification course and volunteering at the
organization. My service as chair of the Success Story Committee was vital in showing my
commitment to the CHW movement, although it was not used as part of the dissertation data.
Without this collaborative framework and close working relationship, I would not have been able
to gain in-depth insights regarding this organization, their CHWs, or the process of becoming a
CHW. Moreover, this relationship provided me with new research opportunities through
purposive sampling, learning about upcoming CHW events, and gaining first-hand insight into
the legislative process through the governor’s workgroup.
Furthermore, the photovoice component of the project emerged largely out of the initial
stages of the collaborative partnership between Lucia and myself. Having been previously
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involved in a photovoice project, Lucia was interested in crafting a collaborative photovoice
project regarding CHWs. And, considering that few studies have used the method of photovoice
with CHWs (or with other similarly titled workers) (Baquero et al. 2014, Mayfield-Johnson et al.
2015, Mitchell et al. 2005), this project contributed findings not only to the literature but also in
terms of successes and challenges of conducting such a project. The majority of the photographs
that appear throughout the dissertation were from the photovoice project. These vibrantly
illustrate the lived experiences of CHWs in Indiana related around the specific prompts from the
project. Future studies should consider pairing visual methodologies such as photovoice to
further capture the nuances of various topical issues experienced by CHWs and/or their clients.
These could explore specific topics such as nutrition, chronic disease management, health
promotion, and advocacy in order to highlight these crucial roles.
Finally, there will be several deliverables to Lucia, CHWOI, and the CHWs broadly,
including an executive summary of the findings of this dissertation. Any published articles
resulting from the findings of this project will also be passed along to the participants. These
applied deliverables can directly contribute to the CHW movement and development of the
workforce as the position is further developed and legislated in the state government. I also wrote
a policy brief regarding CHWs; the initial draft was also sent to Lucia to garner her feedback and
input prior to submission. Although the brief is publicly available, Lucia and the participants can
use it as they see fit. Lastly, I will continue my collaboration with Lucia, CHWOI, and the
former participants. I plan to conduct follow-up research to see how the CHW position continues
to be implemented and to determine the effects of Medicaid reimbursement on these workers.
This project has been collaborative from the outset and has maintained an applied slant
throughout its course. The project contained multiple means to enhance the role of the participant
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within the project and to upend the traditional power dynamic between researcher and
participant. Without a collaborative approach, this project would not have been possible – or at
least would not have produced such ethnographically rich data. The collaborative nature of the
project was essential in shaping and producing the final results. While imperfect, this project
demonstrated the crucial data gained from such a partnership in ethnographic research in
addition to outlining the challenges. Ultimately, the applied deliverables are a vital component of
this collaborative relationship and is ethically obligatory to give back to the research participants.

The Impact of a Foundational Level CHW Training & Certification
The development and state acceptance of a foundational CHW training was essential in steps to
create wider integration of these workers. Although some upskill and new CHWs were critical of
the actual impact of the training, the majority of participants felt the certification would allow
them to garner greater acceptance and legitimacy for their position. Others described how the
training aided their personal growth, which in turn, allowed them to function more effectively as
a CHW. Although specialty trainings and CHW-specific trainings had been held in the past, the
CHWOI state-sanctioned training was the first to delve deeply into the foundations of being a
CHW in Indiana.
In terms of authoritative perspectives (e.g., stakeholders, policy makers, medical
professionals, potential employers), the certification is a foundation from which this position
may gain an increased level of legitimacy within in the broader workforce – especially for those
working in the formal health care environment. Moreover, with Medicaid reimbursement for
CHW-specific services now being accessible for employers, this training is poised to become an
important facet for many people working in positions similar to that of a CHW yet titled as
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something else. The effects remain to be seen as Lucia noted that once Medicaid certification
becomes a reality, employers will want to retitle their employees (as CHWs) and/or have their
employees become certified CHWs. In this way, the certification coupled with reimbursement
may serve as a means toward unification of the position throughout the state.
At the moment, the training is still in its nascence and will likely be augmented and
further refined as the need arises. Some participants expressed that they wished the training had
gone more in depth regarding more technical and/or specialty training (e.g., lactation consulting,
doula training, midwifery, chronic disease management, addiction/mental health training).
However, the course was designed to serve as a foundation from which other courses or specialty
trainings and certifications could be taken afterward. The main emphasis was to have a
foundational-level training in order to embed the position and offer further legitimacy through
the state-backed certification coupled with Medicaid reimbursement. Although they are not part
of the certification course, specialty trainings are offered by CHWOI to its members.
Lucia was not without her own criticisms – once explaining at a meeting regarding the
training that she expressed wanting to have an additional component that covered biology.
Initially, she rebuffed by another member of the meeting who was concerned that introducing
this component would: 1) overmedicalize the position, and 2) make the training too long. Lucia
pointed out that including basic information regarding biological and physiological terms and
functions would serve to not overmedicalize CHWs but rather equip them with necessary terms
and knowledge to better function in the health care workforce and to advocate for clients. The
issue regarding time was, at the moment, unresolved since all were in agreement that the class
was at max capacity regarding its length.
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Overall, states considering integration and/or formalization of a CHW workforce should
consider the benefits of a foundational-level training. While still early in its development, the
training in Indiana provides a certification that provides its students with a uniform training. This
is vital given the heterogeneous training and skills available within the CHW workforce and
throughout much of the United States. This foundational level training offers vital skills,
responsibilities, and roles expected of CHWs in the state as well as the certification and title (i.e.,
CCHW) that grants further legitimacy to individuals holding this position.

Assessing the Moral Economy of Care of CHWs
The findings from this dissertation make contributions to framing and analyzing the moral
economy of care within which CHWs operate. Previous scholars have demonstrated the utility of
this approach in making not only theoretical contributions but also applied implications for
health and health care provision (Bourgois 1998, Fassin 2005, Horton 2004, Maes 2017, Nading
2013, Swartz 2013, Swartz and Colvin 2015). Especially as this position is only just beginning to
be legislated in Indiana, critical understandings at the grassroots level must be elucidated. The
findings from this dissertation not only highlight how CHWs construct their approach to care but
how external and authoritative forces shape the moral economy of care.
CHWs described their role in relation to the client in this moral economy as one that is
grounded in a trusting relationship and framed by shared experiences (e.g., shared language,
same racial/ethnic background, similar socioeconomic status). In addition to drawing on
personality traits and moral obligation to their communities, participants actively worked toward
their clients gaining a level of self-sufficiency in terms of their health and social wellbeing. This
formed the crux of their moral economy of care, one in which CHWs transferred power and
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exchanged empowerment in order to lead their clients toward self-sufficiency. This exchange is
shaped by external, neoliberal ideals regarding the role of individual responsibility concerning
their health and wellbeing. However, much like the “broker” described by Nading, CHWs served
not only to extend the biomedical reach but as a guide and mentor – one that advocated and
sought means to help clients overcome social determinants of health. In this way, CHWs not
only reduced health disparities but also aided clients in removing these barriers to care. The
completion of this exchange serving as when the CHW saw clients reach self-sufficiency.
In terms of applied implications concerning the moral economy of care, stakeholders
must recognize this exchange between CHWs and their clients. Steps that legislate the position
that may compromise key roles or their ability to participate within this moral economy of care
may jeopardize the effectiveness of the CHW model. Much as Bourgois showcased through his
work with homeless heroin addicts, public health programs and policy makers must understand
how individuals function and survive within their own unique moral economy. Policy makers
and public health officials can garner deeper insights into the moral economy of care of CHWs in
crafting policies and programs that will complement and integrate this exchange. As this project
has demonstrated, CHWs are a heterogeneous population that works with diverse communities,
each experiencing different levels of structural vulnerability. The lens of moral economy unveils
the intimate details of the CHW-client encounter as well as the political economic forces exerted
on these individuals. In this way, the lens of moral economy elucidates this relationship and must
be considered when developing policy and public health programs regarding CHWs.
Lastly, other anthropologists have sought to understand how the moral economy of care
is conceptualized – often with significant differences – between CHWs and NGOs, governmental
organizations, employers, and others stakeholders (Closser 2015; Maes 2015, 2017; Nading
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2013). Similarly, in Indiana’s case, stakeholders have an obligation to reach out to CHWs and
involve them in policy decisions. In fostering collaboration with these workers, further
understanding of their ground-level experiences can be ascertained. The call to include CHWs
within committees that will decide the direction of their position is not new and is seen in the
scholarly literature and within the APHA’s CHW section (APHA 2014, Sabo et al. 2015).
Overall, analyzing and understanding the moral economy of care of CHWs is vital in not only
understand how they approach care but also for drafting policy that will effectively finesse the
crucial roles CHWs fulfill in their work.

Teaching Someone To Fish [May Not] Always Equal Self-Sufficiency
As described in Chapter 4, several participants described facing challenges from clients who
seemingly did not want to become empowered or achieve self-sufficiency. Although handholding, teaching, and coaching are crucial contributions the CHW model provides to the health
care system, at some point, as emphasized by participants, the client should take over the reins of
their own situation. This served as the final part of the empowerment exchange in the moral
economy of care – after investing time, personal motivation, and resources, there was an
expectation that the client would begin to take personal control over their health. Participants did,
however, underscore their continued commitment to clients, even to those who had reached a
level of self-sufficiency. They would be there for their clients if they ever needed them again.
However, clients failing to reach (or continue to show some improvement towards)
empowerment demonstrates a breach in the moral economy of care. CHWs transferred power,
knowledge, and resources, and in turn expected clients to attain self-sufficiency. But when is
enough enough? When does (or should) a CHW cut someone off? After Isabella related her

273

experience to me, she was left pondering what could be done – taking it more as her own failure
rather than that of the client. Ultimately, we were left without a clear answer.
As CHWs must function within the moral economy of care, cutting off an individual
might have further repercussions. Given their connection within the community and with a bevy
of clients who are likely to know each other, possibly endangering the relationships fostered by
the CHW and the community if they cut off someone from their services. However, as Isabella
expressed, being in this position was frustrating and negatively impacted her own wellbeing.
While there might not be an easy answer, especially given the idiosyncrasies of each client,
Gabriela’s earlier quote summed up at least one approach to dealing with clients who refuse to be
empowered: “I can’t be effective…if I’m boo-hooing about someone that I love dearly that is
choosing to die. I can’t…advocate for the thirty-some patients that I need to advocate [for] if one
has got me down like that.” Thus, at least one solution is present – if the individual is actively
choosing to die (or refusing to be empowered) then the CHW must move on in order to
effectively provide care for the other clients.

The Need for Awareness, Legitimacy, and Support in the Workforce
CHWs in Indiana overwhelmingly told me that the felt people do not know about them or the
work they do. Participants described having to explain to individuals and/or medical
processionals what their job includes – often at the cost of providing improved care and aid to
their clients. Other CHWs described having to use a different title especially within the health
care environment, choosing instead to use “patient advocate.” This title appeared to be less
threatening than “community health worker” since many in the medical professional workforce
were unsure what comprised this job. Additionally, the plethora of CHW-like titles further
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complicated the issue of awareness. CHWs working behind the scenes to improve the situation
of this workforce were well aware of this problem. Through participating in policy development
– including Medicaid reimbursement for CHW-specific services – and planning marketing
campaigns, the issue of awareness may diminish in Indiana. Increasing the awareness, on both
the public and professional sides, is essential in order to enhance these workers’ legitimacy
within the workforce. As one participant stated if he did not need to explain his job each time, it
would be easier thereby enhancing the visibility of CHWs is vital to providing enhanced care.
Aside from awareness, taking steps to increase the legitimacy of CHWs within the health
care workforce is one means to cause additional positive health outcomes. First, expanding the
scope of care for cross-trained CHWs will also increase their visibility and impact on health
outcomes. For CHWs employed as medical interpreters, providing room to perform micro-level
advocacy may help improve the clinical encounter and health outcomes for the patient/client.
Carmen explained that she does indeed step out of her strictly defined role as a medical
interpreter to ask questions related to the cost of the medicine being prescribed. She claimed that
this has helped the doctor to double-check his prescription and instead prescribed a lower cost
medication for the patient.
Moreover, for states such as Indiana that want to increase the health and wellbeing of
their population, they must build acceptance and systems of support for these workers as they
enter the workforce. CHWs work with and come from the most marginalized communities that
are in need of health, social services, and advocacy. The individuals within these communities
lack medical citizenship from a variety of reasons (e.g., legal status, socioeconomic status) or are
deemed undeserving of access to care. CHWs can reduce negative social determinants of health
in addition to serving as a role model for others in their communities. Through infusing CHWs
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within the broader workforce, significant impacts can be made in terms of improving the health
equity of marginalized populations. However, participants were clear that there must be forms of
support. This support can take the form of CHW support groups and also internal workplace
mechanisms. Leticia was clear that there must be an advocate for CHWs since they will be the
“new kid on the block” of the health care team.

Maintaining Advocacy Role of CHWs
Assuring that advocacy remains a core function of the CHW model is essential when official
legislative bodies take steps to develop policy regarding this position. While the juxtaposition of
“advocacy,” “government,” and “employment” may seem oxymoronic, it is specifically through
from advocacy that CHWs can produce their greatest impacts on health and social wellbeing.
This dissertation outlined a new framework to assess the impact of CHW advocacy. Previous
scholars have outlined the impacts of advocacy and the role played by this function of the CHW
model. Other scholars have noted how steps to incorporate CHWs into the workforce risk
overmedicalizing and/or removing this participation in advocacy.
In Indiana, Medicaid reimbursement for CHW-specific services is ostensibly a huge boon
for these workers. Although CHWs had previously been able to receive reimbursement for
services if deemed appropriate by a licensed medical professional (Phalen and Paradis 2015), this
policy change now allows a set of specific billable codes to be utilized by employers to receive
reimbursement from Medicaid. However, the current listing of reimbursable services is strictly
health-focused. In this way, stakeholders are essentially de-valuing the role of advocacy and
other activities that can address social determinants of health. As a result, employers are likely to
focus their CHWs in activities that are reimbursable thereby overmedicalizing this position.
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Failing to reimburse for time spent on advocacy (especially in terms of helping clients identify
and overcome their social determinants of health) will hinder the full impact of CHW in terms of
improving health and wellbeing.
Conceptualizing CHW advocacy by primary level of impact is a crucial means to rethink
this critical role. While previous scholarship has assessed the varying areas in which CHWs
perform advocacy (Sabo et al. 2013), the arrangement of these impact levels in this dissertation
provide a different means of conceptualizing advocacy – especially for employers and
stakeholders. Potential employers and policy makers can read specific examples of micro-level
advocacy in addition to seeing how macro-level advocacy does not always equate to political
activism. While it is entirely appropriate that employers may not want their CHW employee
participating in political activism while on the clock, many CHWs participated in community
mobilizing to address specific issues in the community as well as planning events (e.g.,
community, heritage, ethnic festivals). Their participation on these collaborations and coalitions
further improves their outreach within the community and can impact health and wellbeing in
nonpolitical ways.
Finally, gaining further insight into the professional level of CHW advocacy is crucial.
The two distinctions within this level of advocacy help stakeholders, policy makers, employers,
and potential employers to understand the challenges faced by CHWs in the workplace.
Furthermore, this level of advocacy details issues encountered related to self-care and the need
for internal forms of support. Stakeholders and employers can work with their CHWs to
understand these professional needs and challenges in order to ameliorate these issues.
Overall, maintaining the advocacy component of the CHW model is crucial. Stakeholders
must recognize the key role played by advocacy in terms of creating positive impacts to health
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and wellbeing. In future drafts of Medicaid-reimbursable services, consideration should be taken
to reimburse informal counseling or activities related that will allow a CHW to spend time with
their client to specifically understand and address social determinants of health. This is especially
crucial since not all social determinants of health are equally shared by each community or by
each client. This would allow for advocacy to continue to become a sanctioned role within the
professional CHW workforce and allow for positive impacts within the communities.

Law, Policy, and Organizational Recommendations
Drawing on the “regimes of care” and “politics of care,” we can see how authoritative
perspectives shape and impact the moral economy of care of CHWs. The governor’s workgroup
was set up to develop and integrate CHWs into the health care landscape of Indiana with the
explicit purpose of improving health outcomes. Although the workgroup involved Lucia and an
additional head of an organization that trained individuals in a similar type of medical
paraprofessional, the workgroup was largely made up of individuals who were not CHWs.
Alexa, a CCHW who often accompanied Lucia to the monthly workgroup meetings, explained to
me that this resulted in large disparities between how the members viewed CHWs. She stated
that early in the course of the workgroup meetings, one member even suggested that CHWs
could serve as a secretary to doctors and other medical professionals. Thus, despite the
workgroup being convened in order to ameliorate health issues and improve health outcomes, the
initial understandings of the position were far from the reality. However, the members of the
workgroup were genuinely interested in the model and were eager to develop a viable, official
CHW position.
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Additionally, since Lucia was the only true CHW on the committee, she had to bear the
brunt of the work in order to ensure the position would remain true to its roots. I attended three
of the workgroup meetings and personally witnessed Lucia advocate for the position and
interject crucial material regarding the need to consider social determinants of health,
maintaining the advocacy component of the model, and advocating for the certification to remain
in place for CHWs. She also regularly addressed the need to include CHWs in activities not
strictly medical/health focused but also those who worked in social services organizations. Lucia
would also address how certain changes or specific suggestions may serve to hinder membership
within this workforce. Lucia’s participation in this workgroup, much as Beverly on the
community coalition, emphasized the unpaid labor part of her identity as a CHW and is
emblematic of professional-level advocacy.
Critical advancements such as Medicaid reimbursement were implemented to better
facilitate the adoption of these workers as well as make them more attractive for employment for
hospitals, clinics, and other health organizations. While this embodies the regime of care of the
governor’s workgroup, it fails to consider how the specific reimbursable services may shape care
at the ground level and potentially shift the foundation of the CHW model in Indiana. In offering
reimbursement for activities that are strictly biomedical focused, this legislation de-values the
social impacts that CHWs could have through time spent addressing social determinants of
health. While the effects remain to be seen, this current lack of reimbursement for activities that
facilitate addressing health disparities may shift the type of care and activities certified CHWs
participate in.
Scholars and the CHW section of the APHA assert that policy development around this
workforce should maintain at least 51 percent of its membership as CHWs in order to permit
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these workers agency over the direction of their position (APHA 2014, Sabo et al. 2013).
Although this was not the case in Indiana, perhaps future control of the position can be given to a
committee of qualified CHWs in order to permit them control over their position. Furthermore,
other states and governments who wish to develop the position must incorporate CHWs into their
workgroups. Data related to the lived experience and moral economy of care can further aid in
the proper development and legislation of this position.

Future Directions for Policy, Integration, and CHWs in the United States
While the ACA made strides in recognizing CHWs, it did little in terms of providing sustainable
funding or further guidance regarding integration into the workforce. With the ACA hovering
precariously in the years since the 2016 U.S. presidential election, states can still implement
measures to successfully include CHWs into their workforce. Two key examples of successful
CHW programs implemented in Massachusetts and Minnesota included showcasing the unique
roles fulfilled by CHWs including cost-effectiveness, cultural competency, improvements to
quality of care (Berthold 2016, Brownstein et al. 2011, Rosenthal et al. 2010, Rush 2012).
Several states have embraced the CHW model. Massachusetts created the Office of
Community Health Workers that oversees workforce surveillance, standardization and
implementation of training, and policy development throughout the state (Rosenthal et al. 2010).
However, relatively few states have made CHW services widely reimbursable for employers.
Rosenthal et al. (2010) note that Minnesota is the only state that has made a “full spectrum” of
CHW services Medicaid reimbursable. As a result, Minnesota and Massachusetts may serve as
models for other states to look to in order to implement successful CHW models. Thus, a
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partnership emerged between state public health workers and community health worker leaders
have worked toward further integration successfully (Rosenthal et al. 2010).
Rosenthal et al. (2010, 1340) suggest four primary policy recommendations to serve as
impetus for a CHW workforce: 1) creation of sustainable funding for CHW services through
Medicaid, CHIP, and other funding opportunities, 2) offering workforce development through
training and career development, 3) regulation of the occupation through standardized training
and certification, and 4) a set of common evaluation measures to assess CHWs and their
provided services. They also describe the importance of allowing the involvement of CHWs in
shaping policy that affects them in addition to minimizing the costs of training and barriers to
employment including language, education, citizenship, and life experiences.
In conclusion, there are a variety of a means for states to pursue successful
implementation of CHWs into their health care workforce (Katzen and Morgan 2014, Rosenthal
et al. 2010). While the ACA acknowledged CHWs, this legislation did little in creating
significant impacts for this position. However, scholars have demonstrated that if states involve
CHWs in policymaking, in the development of training and certification, and maintain their role
as advocates that successful implementation is possible (Ingram et al. 2014, Katzen and Morgan
2014, Rosenthal et al. 2010). Overall, steps toward further integration of CHWs must assess both
their roles of basic health care providers and social justice advocates as well as involving CHWs
in the development of policy and standardizing the CHW model (Balcazar et al. 2011, Catalani et
al. 2009, Wiggins et al. 2013).
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The Future of the CHW Model in Indiana [and, Broadly, in the U.S.]
The future sustainability of the CHW model remains to be seen in Indiana. Some steps have been
completed, such as legislation and official recommendations to the governor. Medicaid
reimbursement is official in the books. While this research was timely given the rollout of the
certification program, initial policy development, and reimbursement discussions, the full effects
of these critical steps remains to be seen. I had heard from several key informants that various
hospitals in large cities such as Fort Wayne and Indianapolis were currently hiring CHWs. Lucia
had asserted that once services were reimbursable, all employers would want to change their
employees’ titles to “community health worker” and get the certification in order to qualify for
reimbursement. Despite the uncertainty that remains, there are several primary areas in which the
CHW model can be adapted and/or embedded within.
One of the most unique aspects of the model in Indiana included its potential to cross
train police, emergency personnel, and medical professionals as CHWs. CHWOI had also made
significant strides in cross training EMTs in. There had been talks to cross train police and
firefighters as CHWs as well, despite those plans eventually falling through. The main idea
behind the effort has been not to reduce the CHW position into a set of skills easily transferrable
but rather to enhance the skillset of these positions. Moreover, there is hope that police
departments, firefighters, and EMTs will embed a fulltime CHW to go on patrols, runs, and other
emergencies to make connections within the communities. These workers could also facilitate
trust and conversations between police and marginalized communities. Overall, the skills taught
would serve to improve the services offered by these positions and hopefully include hiring a
fulltime CHW within their ranks.
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Aside from the potential to cross train those already employed, increasing institutional
and organizational support for a CHW workforce can serve as a boon for job development. The
CHW position is often described as an entry-level position to the health care workforce. Given
that many CHWs come from communities in need of job development, the CHW position serves
not only to provide economic opportunity but also comes with direct health benefits. This
position could even serve as a stepping stone for individuals to climb the medical professional
ladder and transition to such positions as LPN, RN, or eventually becoming a doctor. However,
as CHWs suffer from the same structural vulnerabilities as their fellow community members,
organizations and employers must be cognizant of the cost of certification and/or specialty
trainings that could serve as a financial barrier. As a result, employers should offer financial
support or fully cover the cost of tuition for the certification course in addition to providing
income for the duration of the two-week course. These steps are vital to ensure the CHW
position is still financially feasible for potential CHWs.
Because of the broad applicability of training, the time appears especially ripe for these
workers to be integrated within the health care team. Other scholars have noted the potential for
CHWs as an additional member of the health care team and/or patient centered medical homes
that include doctors, nurses, social workers, and CHWs (Chin et al. 2012, Findley et al. 2014,
Kangovi et al. 2015, Shah et al. 2014). There also appears to be large-scale private interest in the
roles CHWs might play. In May 2018, Indiana’s own pharmaceutical giant, Eli Lilly and
Company, invested seven million dollars to bring the global approaches to tackling diabetes
through the use of CHWs in select communities Indianapolis as part of a pilot study (Fisher
2018, Rudavsky 2018, Russell 2018). Thus, previous calls for integration of CHWs within the
established health care team and private support (in the form of Eli Lilly and Company)
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demonstrate further potential for establishing CHWs as official members of interdisciplinary
health teams. Employers must recognize the unique contributions of these workers and how they
fill gaps in care.

Dilemmas and Unanswered Questions
There are some dilemmas and unanswered questions stemming from this project. Aside from the
breach within the moral economy of care when a client seemingly refuses to become
empowered, other questions arise. While compassion fatigue was hinted at during interviews and
during the certification courses, none of the participants directly brought it up. Challenges were
described and feelings of frustrating regarding CHW job opportunities, compensation, and issues
with clients but none directly stated that these issues led to compassion fatigue or burnout. What
happens to care when a CHW experiences these issues? How do these shape the outlook CHWs
have on their communities and, thereby, impact the moral economy of care? In terms of the
certification, how will this impact the workforce – will a divergent CHW model form, as in the
case in Guatemala described by Maupin (2015)? How will the politics of care and authoritative
perspectives continue to shape the landscape of care? These key topics were left unanswered at
the conclusion of this dissertation project. These questions are also intertwined – as legislative
steps lead to greater integration of the CHW model, how will their inclusion into a neoliberal
health care workforce shape their approach to care?

Situating CHWs within the Anthropology of Care
Despite existing on the fringes of much of the health care workforce in the U.S., CHWs serve
critical roles for marginalized populations. This project demonstrated that the landscape within
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which CHWs operate is one that is intimately connected to larger, political economic forces that
directly impact the livelihoods and care provided by these workers. Previous anthropological
research with other medical paraprofessionals also captures this dynamic – and how these
authoritative forces shape and produce diverse economies of care impacting clients and
caretakers (Brodwin 2008, 2010, 2011; Buch 2013, 2014; Davis-Floyd & Davis 1996; Maupin
2011; Zigon 2011). Given that CHWs and other medical paraprofessionals operate in arenas
typically not treaded by members of the biomedical health team, the findings from this project
contribute to our understanding of how these workers impact and are impacted within larger
economies of care.
One way, I assert, that CHWs exert agency over these authoritative perspectives is
through advocacy. Their participation in the various levels of advocacy conceptualizes this
action as a form of care itself – one that that not only affects individual clients but also their
communities and their profession. Advocacy as care is one way to reframe how this activity is
thought of within the anthropology of care. For CHWs, this activity is foundational within the
model especially drawing back to its appearance in Latin America in the 1950s and 1960s in
conjunction with liberation theology and the philosophies of Paulo Friere (Cherrington et al.
2010; Cupertino et al. 2013; Pérez & Martinez 2008; Wiggins 2011; Wiggins et al. 2013, 2014).
Advocacy not only serves to address socioeconomic injustices but also is directly tied to the
facilitation of care. Steps to remove or limit CHW participation in advocacy would reposition the
model toward the one described by Nading – one that is “technical” and “apolitical.” While still
functioning as a means to provide care, this kind of model would be essentially handicapped by
the authoritative forces and instead of challenging unjust workings of the broader political
economic environment, it will serve to only maintain the status quo.
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CHWs were described as an “octopus” that can pull an arm out and grab multiple
resources for their clients. However, there was a degree of frustration in terms of accessing the
landscape of resources. While CHWs typically described resources being present in their
communities, they may be siloed or were unable to keep track of all of the different ones
available. Isabella captured an interesting scene she came across one day during outreach in her
community. She stumbled upon a patchy area of grass that had two boots, a day planner,
toothbrushes, and a tube of toothpaste (see Figure 17). Isabella used this photograph to answer
the prompt: “what is a challenge you have overcome as a CHW?”

Figure 17. “Many times you may be apprehensive about what you see and doubt whether or not
you have the ability to help put the puzzle pieces together.”
During the discussion the followed, the other photovoice participants joked that it almost
looked like some sort of a crime scene that needed analysis. Jokes aside, Isabella further
interpreted her photograph and caption:
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That’s when self-doubt comes in. You know, you don’t feel like you have the right tools
or skills to help your client and you doubt yourself because you see a mess, you see all of
this and your like, “Oh no, I don’t know if I can help them!” But in the depth of your
heart you know that you feel like you have to, you have to be there, you have to be there,
and consider that maybe just being present is part of putting the puzzle pieces together.

Thus, despite the messy arrangement of the puzzle pieces, the CHW’s presence within
the moral economy of care can be a important factor. In terms of resources, her photograph is
also a representation of the issue of siloed resources in Indiana. It largely represents the disparate
nature of the resource economy, with Isabella identifying that the CHW must be the connector
between client and resource in the pursuit of care. This connector role has been a vital and
missing component of the health care landscape in Indiana (and one throughout much of the
U.S.). Within broader conceptions of the anthropology of care, the CHW serves as a connector of
resources and care to marginalized populations.
Ultimately, given their primary construction as a grassroots-level nonclinical health
worker who comes from within the community they service, CHWs are situated within the
anthropology of care as connectors who critically practice care through advocacy. Due to their
knowledge of their communities, CHWs are able to effectively navigate the moral economy of
care and draw on resources throughout to improve the health and social wellbeing of their
clients. Despite issues of integration and acceptance within the broader health care professional
workforce, processes of legitimacy such as certification aim to provide medical citizenship for
these workers. While this project elucidated several key themes regarding the lived experiences
of CHWs in the United States, several future directions remain.
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Future Research Directions with CHWs
There are several areas from which to branch into future research directions regarding studies on
the topic of CHWs in Indiana and the United States. Additional cost-effectiveness and/or returnon-investment research is particularly needed to further justify their use and inclusion within the
broader workforce. Previous research has already demonstrated potential for cost-effectiveness
and/or positive return on investment (Allen et al. 2014, Brown et al. 2012, Cross-Barnet et al.
2018, Fedder et al. 2003, Krieger et al. 2005). Future studies should continue to conduct costeffectiveness analyses regarding the integration of CHWs in health interventions. These costeffective analyses should also include a qualitative component to further assess how a multitude
of factors impact the experiences of the CHWs engaged in this cost-saving care. Additionally,
future studies should attempt to quantify the impact of participation in advocacy, the cost-savings
for employers in terms of CHWs aiding in the prevention of employees from getting sick, and
cost-savings for employers since hiring CHWs.
Future studies should also examine how CHWs have impacted rates of chronic disease
management (in terms of prevention and management), impact on hospital readmission rates,
impact on social determinants of health, assessing specific health outcomes, and improving
overall health equity. Studies should continue to take a quantitative approach but should also
integrate qualitative approaches as well. As this project has shown, assessing the qualitative
factors regarding this workforce is vital in order to fully understand, nuance, and contextualize
the real-life experiences of these workers. In taking a mixed-methods approach, future studies
will be further nuanced regarding the qualitative experiences of CHWs and how these may or
may not be impacting quantitative results. Furthermore, a mixed-methods approach should
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consider crafting collaborative projects with CHWs. Especially as previous studies have asserted
CHWs as “natural researchers” and as crucial research partners (Nebeker et al. 2015, Pérez and
Martinez 2008), future studies have much to gain through their inclusion. CHWs can help direct
researchers to key issues in their communities and which health issues are most pressing. Thus,
collaboratively framed projects are vital in future projects regarding CHWs.
Continuing to assess the moral economy of care of CHWs is an additional contribution to
be made through future research projects. Gaining further insight into the nuances of the moral
economy of care and how the political economic context impacts this environment is crucial.
Data from these projects can further inform policy development and aid in the facilitation of care
offered by CHWs. Gaining additional insight into the moral drive, character traits, and
motivations of these workers can help inform recruitment searches, tailoring trainings for CHWs,
and adding to our understanding of the grassroots-level economy of care. Since these workers are
highly shaped by their socioeconomic status, racial/ethnic background, and specific political
economic forces, understanding how their moral economy is produced and impacted is vital to
drafting effective policies around this workforce. As previous scholars have noted regarding the
practical and academic implications of understanding moral economy (Bourgois 1998; Fassin
2005, 2013; Horton 2004, Nading 2013), future research would benefit from addressing this
aspect of the landscape of care within which CHWs operate.
Future researchers should also consider adding a visual component to their data
collection. This project adopted a photovoice component to serve as a means to enhance the
collaborative and applied implications of the project. Visual data such as photovoice or
documentary films will produce engaging academic and applied products. As CHWs can serve as
members of research teams, their participation and documentation of their lived experience can
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add new insights into collaborative projects and theoretical implications for visual anthropology.
The visual data produced through these projects can also produce powerful data to show to the
public, medical professionals, potential employers, and other stakeholders in order to spread
awareness of this workforce and demonstrate their unique contributions to the health care team.

A Final Word
During our interview, I asked Lucia if there were anything she would like to add regarding the
future of CHWs. She emphasized the power of CHWs to serve as a witness to an individual’s
life, in other words validating the lived experience of the client as a particularly crucial
contribution of CHWs. She answered:

…I see a CHW as an army of healers. [T]hey have the power to touch an aloneness that
no one else can…I want there to be an army of healers... I witness your life and your life
is worth something to me…to tell that to people. So I think our biggest ache in this nation
is that people are not seen, there are not enough relationships, too much Facebook and
social media, with all these thousands of friends and no one to see you. People need to be
seen and that’s what a CHW can do. I’m glad and very humbled and blessed that God has
put me in this place for this time that we can grow that army because it’s needed.

In this way, a CHW serves as a positive force as a witness that sees, understands,
validates, and advocates on behalf of others in order to demonstrate their deservingness in the
world. And through advocacy, CHWs foster deservingness by connecting people with resources,
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care, and biomedical and social wellbeing. Leticia also had powerful words that she drew on
from her decade of experience as a CHW. She stated:

I’d like to add that it’s been a pleasure…to not only be a community health worker but
guide, lead, and nurture community health workers because they are special. And there is
something that is – like when you have something special – you've never realized that
flower that was in the garden, that’s the way I see it. That flower in the garden that was
there but you’ve never seen it before, you’ve never recognized it or realized how it makes
the garden more beautiful…that is how I see community health workers.

Leticia’s words demonstrate the “present yet invisible” nature of CHWs. Through steps
to incorporate CHWs – while maintaining their unique contributions – these workers may one
day fulfill Lucia’s vision. In this way, CHWs have a chance to move out from being the beautiful
flower that blended into the background of the garden and become a being a fully visible force
that – through their dedication to their communities – advocates for justice, addresses the social
determinants of health, and strives for the health equity of their communities.
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Appendix C: Participant Informed Consent Form

Informed Consent to Participate in Research Involving Minimal Risk and
Authorization to Collect, Use and Share Your Information
Pro # 00030835
You are being asked to take part in a research study. Research studies include only people who
choose to take part. This document is called an informed consent form. Please read this
information carefully and take your time making your decision. Ask the researcher to discuss this
consent form with you, please ask him to explain any words or information you do not clearly
understand. The nature of the study, risks, inconveniences, discomforts, and other important
information about the study are listed below.
We are asking you to take part in a research study called:
Called to Care
The person who is in charge of this research study is Ryan Logan. This person is called the
Principal Investigator. However, other research staff may be involved and can act on behalf of
the person in charge. He is being guided in this research by Dr. Heide Castañeda.
The research will be conducted at any location that is most convenient for you to conduct the
interview.

Purpose of the study
The purpose of this study is to further understand the motivations and experiences of community
health workers in Indiana. The research is being gathered through 50 semistructured interviews
with CHWs and then analyzing the data. The goal of this research project is to gather
information to better educate the public, employers, academics, and other health professionals
about the vital roles played by this segment of the work force.
Why are you being asked to take part?
We are asking you to take part in this research study because you are a CHW with knowledge
related to the topic of this project.
Study Procedures:
If you take part in this study, you will be asked to:
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•
•

•

Take part in a 45-60 minute interview at a location most convenient for you. The
interview will be related to your life and work as a CHW
Have the interview audio recorded for data analysis (only Ryan Logan will have access to
this recording and will be destroyed after 5 years following the completion of the project
in accordance with USF IRB guidelines)
Participate in a portion of the project called “photovoice.” If you choose to participate,
you will have the opportunity to take photographs of your experiences as a CHW and
then share them with a small group of participating CHWs and with Ryan Logan.

Total Number of Participants
About 50 individuals will take part in this study.
Alternatives / Voluntary Participation / Withdrawal
You do not have to participate in this research study.
You should only take part in this study if you want to volunteer. You should not feel that there is
any pressure to take part in the study. You are free to participate in this research or withdraw at
any time. There will be no penalty or loss of benefits you are entitled to receive if you stop
taking part in this study.
Benefits
You will receive no benefit(s) by participating in this research study.
Risks or Discomfort
This research is considered to be minimal risk. That means that the risks associated with this
study are the same as what you face every day. There are no known additional risks to those who
take part in this study.
Costs
It will not cost you anything to take part in the study.
Conflict of Interest Statement
Ryan Logan declares no conflict of interest in conducting this study.
Privacy and Confidentiality
We will keep your study records private and confidential. Certain people may need to see your
study records. Anyone who looks at your records must keep them confidential. These
individuals include:
•

Ryan Logan, the Principal Investigator

•

Certain government and university people who need to know more about the study,
and individuals who provide oversight to ensure that I am doing the study in the right
way.
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•

Any agency of the federal, state, or local government that regulates this research.

•

The USF Institutional Review Board (IRB) and related staff who have oversight
responsibilities for this study, including staff in USF Research Integrity and
Compliance.

We may publish what we learn from this study. If we do, we will not include your name. We
will not publish anything that would let people know who you are.
You can get the answers to your questions, concerns, or complaints
If you have any questions, concerns or complaints about this study, or experience an
unanticipated problem, call Ryan Logan at 317-979-8803.
If you have questions about your rights as a participant in this study, or have complaints,
concerns or issues you want to discuss with someone outside the research, call the USF IRB at
(813) 974-5638 or contact by email at RSCH-IRB@usf.edu.
Printed Name of Person Taking Part in Study
Statement of Person Obtaining Informed Consent
I have carefully explained to the person taking part in the study what he or she can expect from
their participation. I confirm that this research subject speaks the language that was used to
explain this research and is receiving an informed consent form in their primary language. This
research subject has provided legally effective informed consent.
________________________________________________________
Signature of Person obtaining Informed Consent

___________
Date

__________________________________________________________
Printed Name of Person Obtaining Informed Consent

___________
Date

Photograph Release Signature and Statement
I, ____________________________________ (photographer’s name), grant permission Ryan I.
Logan the right to use photographs/images of me or taken by myself in connection with the
photovoice component of this project. I authorize Ryan Logan and/or INCHWA to use and
publish the photographs I have taken in print and/or electronically.
I have read and understood the above.
__________________________________________________________
Signature of Person who took the Photographs
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_________
Date

